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Abstract
Some people living with HIV (PLWHIV) who wish to have children seek assisted 
reproductive techniques to achieve conception, others pursue adoption. Existing 
research indicates that prohibitive costs and limited facilities specialising in HIV- 
related infertility treatment hinder access. Other studies highlight reluctance by 
adoption agencies to consider PLWHIV, although their experiences have scarcely 
been explored.
This qualitative study utilised Interpretative Phenomenological Analysis (IPA) and 
social constructivism to explore experiences of pursuing infertility treatment and 
adoption. Through HIV voluntary organisations, the study recruited 11 participants 
living with HIV who had received support with accessing fertility treatment and 
adoption services. In-depth semi-structured interviews were conducted, providing 
detailed accounts of the experiences of participants. The study protocol was reviewed 
by the Terrence Higgins Trust and received ethical approval from the University of 
Surrey Ethics Committee.
The findings suggest that HIV-related infertility, fertility treatment and adoption are 
socially constructed. Therefore, the reality of participants’ experiences was influenced 
by their engagement with those services and the wider social context. Childlessness 
was seen as a form of loss. However, seeking alternative ways of parenting 
represented resilience. The findings of this study present fertility treatment and 
adoption experiences as separate entities to reflect the differing discourses and 
constructs that influenced participants’ life-worlds. The study postulates that fertility 
treatment is predominantly influenced by the medical model although social and 
cultural influences contribute to the reality of infertility and the need to address 
childlessness. Adoption was seen as a last choice when fertility treatment was 
unsuccessful. However, for homosexual individuals, adoption was considered their 
only option. Overall, the journey to seek parenthood was motivated by participants’ 
desire for a normal life, rights to creating families and achieving parenthood. 
However, pursuing either adoption or fertility was fraught with challenges such as 
stigma, discrimination, power imbalances, psychological and emotional problems. For 
many, support from charitable organisations was seen as a source of support that 
increased resiliency through the journey of seeking and fighting for parenthood.
Achieving parenthood was considered meaningful in reconstructing individual 
identities after coming to terms with HIV as a long-term condition. Contingency 
planning was an important aspect of implementing stable long-term arrangements for 
adoptive children in the event of health deterioration.
Healthcare and social care services will benefit from education around the current 
definition of HIV, with implications for enhancing family life. Up-to-date knowledge 
about HIV will not only improve practice but also enable non-discriminatory practices. 
This may result in improved experiences for PLWHIV as they seek parenthood.
Keywords: infertility treatment; adoption; adoptive parents; social worker; stigma and 
discrimination.
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Glossary
Acquired immunodeficiency Syndrome (AIDS): A disease that progresses from a 
virus called Human Immunodeficiency Virus (HIV) to affect the immune system.
Acquired Resistance: The inability of the immune system to respond to anti­
retroviral treatment for HIV infection as a result of drug resistant strains.
Adherence: Full compliance with medication as prescribed. Poor compliance 
increases the risk of the development of drug-resistant strains.
Adoption: Adoption is the process by which all parental rights and responsibilities for 
a child are permanently transferred to an adoptive parent by a Court. As a result the 
child legally becomes part of the adoptive family (definition provided by tri.x online).
Antiretrovirals (ARV): Tablets used to prevent the replication of the HIV virus.
Antiretroviral Therapy (ART): A mixture of three or more antiretroviral (ARV) drugs 
to prevent the duplication of HIV. '
Antivirals: tablets used to prevent the duplication or growth of viruses.
Artificial Insemination: see Intrauterine Insemination.
CD4 Count: Laboratory tests used to determine the level of CD4 T lymphocytes 
(CD4 cells) within the blood to assess immune functioning and the progression of HIV 
in the immune system.
Caesarean Section or C-Section: Surgical incision used during childbirth to deliver 
a baby.
Chlamydia: Sexually transmitted infection caused by Chlamydia trachomatis.
Concordant Couple: Sexual partners where both partners are infected with a 
sexually transmitted infection such as HIV.
Condom or Prophylactic: A contraceptive method used during sexual intercourse to 
prevent semen from entering inside the vagina. Used to reduce STIs and prevent 
pregnancy.
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Discordant Couple: Sexual partners where only one partner is infected with a 
sexually transmitted infection, such as HIV, and the other partner is not infected.
Drug Resistance: When a virus can no longer be attacked by a treatment drug 
causing treatment to become ineffective.
Foetus: A baby developing in the womb between three months of pregnancy and 
birth.
HIV: Virus that destroys CD4 T lymphocytes (CD4 cells) in the immune system. This 
weakens the immune system making it susceptible to life-threatening diseases.
Infertility: A condition in which a couple have problems with conceiving or getting 
pregnant within a period of twelve months of regular sexual intercourse without using 
any birth control methods.
In Utero: In the uterus (womb).
In Vitro: outside the body, e.g. in a test tube
In Vitro Fertilization (IVF): A method used to help women to get pregnant artificially 
by removing mature eggs from the woman’s ovary, fertilising the eggs with sperm in a 
laboratory and transferring the embryo back into the uterus.
Looked After Child: A child who is accommodated and looked after by the local 
authority. This is with agreement by parents or through Interim or Full Care Orders or 
other Protection Orders (Working Together to Safeguard Children 2010).
Mother-to-Child Transmission (MTCT): When a child contracts HIV from an HIV 
positive mother during pregnancy, labour, at birth or during breastfeeding. This is also 
known as vertical or perinatal transmission.
Paramountcy Principle: A child’s welfare is paramount when itiaking any decisions 
about that child’s upbringing.
Parental Responsibility: The duties, powers, responsibilities and authority which a 
parent has by law in relation to a child. Parental responsibility is acquired through 
biological parenthood or by obtaining Care Orders, Placement or Adoption Orders 
through the Courts (Working Together to Safeguard Children 2010).
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Post-Exposure Prophylaxis (PEP): Antiretroviral treatment commenced as soon as 
possible after high-risk exposure to an HIV positive person or someone with hepatitis 
B virus (HBV) or hepatitis C virus (HCV). This is a method used to reduce the 
probability of contracting HIV.
Pre-Exposure Prophylaxis (PrEP): Providing antiretroviral treatment before HIV 
exposure. This is a method used to prevent the risk of HIV infection.
Sero-Gonversion: When someone without HIV becomes HIV positive.
Sero-status: The position of being positive or negative when antibodies are tested 
against an HIV illness.
Sero-sorting: A process of actively choosing an HIV positive partner, in this study to 
achieve parenthood.
Sero-negative: HIV antibodies are not detected.
Sero-positive: HIV antibodies are positive.
Sperm Washing: An assisted reproductive method involving “washing” HIV infected 
semen to separate and remove concentrations of HIV within the seminal fluid.
Teratogenic: Causing birth defects and developmental malformations to the foetus.
Virai Load (VL): The level of HIV antibodies detected in the blood.
Virai Load Test: A test measuring the amount of HIV in a blood sample.
Viral Suppression: When antiretroviral therapy (ART) is effective in decreasing a 
person’s viral load to the point where HIV antibodies are undetectable.
Viremia: Occurrence of viruses in the blood.
Ref: AiDSiNFO. Accessed on 8^  ^December 2011
http://aidsinfo.nih.gov/contentfiles/GlossarvHIVrelatedTerms English.pdf
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Chapter 1
1. INTRODUCTION
1.1 Introduction
Research indicates that many people affected by Human Immunodeficiency Virus 
(HIV) who are seeking to have children face challenges associated with limited 
resources and costly services when they seek infertility treatment (Frodsham et al. 
2003; Yudin et al. 201 Oj. Reluctance to consider people living with HIV (PLWHIV) 
among child adoption services has also been reported (De Bruyn 2006; Cooper et al. 
2007).
It appears that HIV-related infertility is socially constructed as well as being driven by 
other factors such as biological, medical and social considerations. HIV affects fertility 
in both men and women, with an aetiology largely associated with the impact of the 
virus on the immune system, body function and the reproductive system (Ross et al. 
1999; Pasquier et al. 2000). Possible effects on fertility include a reduction in the 
quality of sperm production within the body, causing in a low sperm count (Semprini 
et al. 1992; Ross etal. 1999).
Ross et al. (1999) also suggest that HIV may cause ectopic pregnancies, sudden 
miscarriages and foetus loss during pregnancy. HIV-related infertility can be mitigated 
through medication compliance and the use of specialised interventions, using 
infertility treatment techniques such as sperm washing or IVF (Savasi et al. 2007). 
The effectiveness of these treatments depends on compliance to medication and the 
elimination of contamination during fertility treatment procedures, although 
unsuccessful treatment may sometimes be unexplained (Bujan et al. 2007a).
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Different forms of fertility treatment have been successful in increasing opportunities 
for biological conception (Semprini eta l. 1992; Vernazza et al. 2007; Savasi et al.
2007). Nevertheless, Newmeyer etal. (2011) indicate numerous problems associated 
with accessing fertility treatment, such as long-distance travel, the cost of treatment 
and sometimes stigma and discrimination. They point to these factors as possible 
hindrances to pursuing treatment. These overarching problems are linked to limited 
resources for specialised HIV infertility clinics. Little evidence is available upfront on 
the number of PLWHIV who adopt children. However, the timely adoption of children 
in care and the need to increase opportunities for adopting children have become a
I
priority for the British government since 2002 (Thomas 2013).
Rushton (2003) noted the UK government’s interest to increase the overall adoption 
rate of children by 40%, but in 2011 this target was still unachieved. In 2011, the 
government made radical attempts to improve adoption targets for children in care, 
emphasising that adoption interventions transform the lives of children and that the 
process needed to be expedited (Department for Education (DfE) 2012a). These 
changes, along with the introduction of the Adoption Action Plan (DfE 2012a), 
highlighted a need to effectively recruit and match prospective adoptive parents with 
children seeking adoptive families, and improve services for prospective adopters.
The Children Act 1989 (DH 1989), the Adoption and Children Act 2002 (DfE 2002) 
and the Adoption Inter-country Aspects Act 1999 (DH 1999) are influenced by the 
United Nations Convention and the Hague Convention on the Protection of Children 
(UNCRH 1989) to ensure universal adoption assessments and processes promote 
equal opportunities. Whilst it is argued that on-going changes in adoption policies and 
procedures continue to increase equal opportunities, it should be expected that
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PLWHIV should be affected positively by these policies, which will enable them to be 
assessed and to adopt in the same manner as others.
Research broadly looking at the experiences of infertile couples going through 
adoption indicates that addressing infertility involves going through complex problems 
associated with psychological and biological factors (Daniluk and Hurtig-Mitchell 
2003). Unbalanced distribution of power and control within adoption systems have 
been cited as factors exacerbating emotional distress when going through adoption 
procedures (Bennett 2003). Furthermore, increased psychological, psychosocial 
emotional difficulties, and social pressures have been noted among PLWHIV seeking 
to address HIV-related childlessness. There is a real fear of disclosure, losing support 
networks and receiving negative attitudes from service providers during the transition 
to parenthood (Kirshenbaum et al. 2004; Hebling and Hardy 2007;Kanniapan et al. 
2008; Sherr 2008). In this regard, many PLWHIV seek assistance from HIV charity 
organisations to support them through the process of pursuing parenthood. Thus far, 
little evidence explores the experiences of PLWHIV who have approached charity 
organisations for support with the process of pursuing parenthood.
This research therefore provides a clearer understanding of the experiences 
encountered by PLWHIV when they pursue fertility treatment and child adoption with 
support from charity organisations. The research considers how certain discourses 
and structural factors may play a role in shaping those experiences. To achieve this 
understanding, an interpretative phenomenological analysis was utilised to explore 
these experiences in depth, with consideration of the psychological, social and 
cultural aspects of pursuing parenthood among PLWHIV (Smith et al. 2009).
The background of the research will be outlined, including the demographic profile of
HIV, legal aspects, and the legislation associated with fertility treatment and adoption
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services. The purpose of the study and the specific research question are also 
presented.
1.2 Positioning the researcher
Interest in undertaking my doctoral research in HIV was preceded by an excellent 
social work practice placement at the Terrence Higgins Trust (THT) in 2007, during 
my Masters programme. My Master’s thesis explored some fascinating aspects of 
HIV, specifically stigmatisation and discrimination and their impact on social 
interaction. I remained passionate about HIV, so that for me, undertaking a doctoral 
research programme in HIV meant that I enjoyed the research journey at every stage.
Although my interest in researching HIV stemmed from personal and professional 
experiences working within the HIV sector, my post-qualification practice experience 
as a Children and Families social worker further intensified this interest. I had noticed 
a degree of caution around children who were exposed to family, friends and carers 
who were affected by HIV, as well as some ambivalence about what this meant for 
the children’s welfare. My passion to study this area increased due to concerns about 
naivety observed about HIV and its management in some social work teams. Also, 
my childhood experiences had involved exposure to AIDS-related death. At that time 
HIV was associated with promiscuity, and it was necessary to maintain secrecy to 
prevent stigmatisation. As a result, I was introduced to the idea of serious illness, the 
discourse of caring for a loved one affected by a terminal disease, and the meanings 
concerned with how family mattered in managing HIV and HIV-related loss and grief.
The THT introduced the ideology of provision of social care services to those
struggling with HIV. It became apparent that HIV was gradually improving with
medication, and that the quality of life of PLWHIV was improving as a consequence.
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Having supported a male looking for fertility treatment who was struggling to navigate 
the system to secure funding, I became aware of the barriers around accessing 
services for HIV-positive individuals.
When it came to my doctorate, therefore, I knew that undertaking research in HIV 
would provide me with a great sense of reward. I felt that the research would be 
worthwhile, valuable and important. I was curious about provisions surrounding 
parenthood for PLWHIV and I was interested in knowing more around this 
phenomenon. My research thus stemmed from my interest in understanding the 
experiences that PLWHIV encounter when they choose to have children.
1.3 Rationale for undertaking this research
The rationale of undertaking this research was to provide unique evidence and to 
contribute to existing knowledge about HIV and its effects on fertility, as well as 
contributing to social work practice through the use of interpretative 
phenomenological analysis.
Through an interpretative analytical approach, the study sought to capture and to 
reveal the nature of fertility and adoption services by undertaking a close 
investigation and analysis of subjective experiences, thoughts, reflections and 
understanding how meaning was placed by PLWHIV to the experiences encountered 
when they utilised or advocated fertility and child adoption services respectively.
The findings may provide valuable information and insight to inform healthcare and 
social work regarding the quality of services available to PLWHIV who are intending 
to start or expand their families.
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1.4 Background
HIV causes complex infertility problems affecting family planning and parenthood 
(Sherr 2010). However, Loutfy et al. (2009) suggest that PLWHIV seek diverse 
methods to aid reproduction and fulfil their desire to become parents. Fertility 
treatment is one method that is increasingly pursued by PLWHIV in order to have 
children and prevent HIV transmission (Kushnir and Lewis 2011). Another solution is 
seeking adoption. These opportunities are surrounded by diverse policies, 
procedures and ethical considerations which are used in decision making considering 
whether or not it is in the best interests of the child to approve any of these 
procedures. Such debates have centred on the requirement among professionals to 
consider how compliant with medication or how well a person with HIV is before they 
receive treatment or may be considered for adoption (Spike 2003; Kushnir and Lewis 
2011); National Institute of Clinical Excellence (NICE) (2013). In particular, adoption 
assessments will consider, in the light of any health condition, how capable the 
prospective parents may be to look after an adoptive child in the long term (Gardino 
et al. 2010; Gerrand 2012). Nevertheless, adoption guidelines (DfE 2013b) and NICE 
guidelines (2013) unequivocally call for medical assessments to prevent health 
discrimination in both procedures. ^
Chen et al. (2001), Gilling-Smith et al. (2001), Vernazza et al. (2007) and Sherr
(2010) all note that HIV-related fertility treatments are not risk-free. Historically the
existence of risks within fertility treatment has caused controversial debates around
whether it was ethical for PLWHIV to have children, and whether children born of
parents with HIV would have a good life (Springs and Charles 2003; Spike 2003;
Yudin et al. 2010). However, along with the significant improvements in HIV treatment
in general, HIV-related fertility treatment has developed procedures reducing the
likelihood of transmission, although practitioners do not guarantee the non-existence
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of HIV infection from any insemination procedures (Gilling-Smith et al. 2001; Springs 
and Charles 2003; Vernazza et al. 2007). Transmission reduction is important in HIV 
fertility treatment, since the protection of individuals and children who may be at risk 
of contracting HIV is crucial (Springs and Charles 2003; Vernazza et al. 2007).
Apoola et al. (2001) report that out of 57 clinics in the UK who responded to a survey 
of services stating that they offer HIV-related fertility treatment, 44% of them offer 
treatment to sero-discordant couples with a HIV positive male. In a Canadian study 
involving 23 clinics, Yudin et al. (2010) reported percentages between 74% and 78% 
of clinics offering infertility treatment to PLWHIV seeking parenthood. From these 
studies, there appear to be clinics that remain reluctant to offer fertility treatment 
services to PLWHIV.
With regard to child adoption, researchers such as Spike (2003) call for adoption as 
an alternative parenting option for PLWHIV who are unable to access or benefit from 
fertility treatment. However, child adoption for PLWHIV is controversial. Zutlevics 
(2006) suggests that expecting PLWHIV to wait for prolonged periods to adopt 
children is unreasonable, especially if they prefer to attempt fertility treatment. She 
further argues that “it is highly unlikely that an HIV-affected couple would be 
favourably considered by an adoption agency” (p. 1959). Although Zutlevics appears 
to argue that parenthood through fertility treatment is ethically justified, her discussion 
of adoption appears to pre-empt discrimination and provides no ethical standpoint, 
particularly when an autonomous decision is made to adopt children by PLWHIV.
Furthermore, Fakoya et al. (2008) highlight that adoption is likely to be a challenging
option for PLWHIV due to adoption procedures which classify the presence of HIV in
one or both partners as a negative factor within adoption assessments. The above
evidence suggests that HIV has been an area of concern in terms of decisions
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around parenthood. However, there is a need to consider UK statistics for the 
prevalence of HIV and its management to consider its implications on parenthood.
1.5 Demographic profile of HIV
The Health Protection Agency (HPA 2012) reported an increase from 91,000 
PLWHIV in 2011 to approximately 96,000 PLWHIV in the UK in 2012, of whom 88% 
were receiving anti-retroviral treatment. The highest prevalence of HIV is found 
among men having sex with men (MSM), of whom 47% are HIV positive, followed by 
37% among Black African minorities. HIV is statistically higher in deprived areas of 
England, and in London the diagnosed HIV prevalence is 8.0 per 1000, causing 
health inequalities in these areas (HPA 2012).
The National Study of HIV in Pregnancy and Childhood Report (NSHPC) (2008) 
indicates an increase in pregnancies among HIV positive women since 1997, with a 
yearly estimate of between 1200 and 1300 HIV positive women giving birth to 99% 
uninfected children since 2006 (HPA 2011). Improved treatment and HIV-related care 
for pregnant women has led td fewer children being infected at birth (Townsend et al.
2008). For example, less than 1% of new born babies to mothers who were HIV 
positive in 2010/2011 acquired perinatal infection (HPA 2012). Furthermore, 
continuing childbirth among PLWHIV provides evidence for the on-going desire to 
have children among PLWHIV (Chen etal. 2001; Sauer 2003).
Gilling-Smith et al. (2001), Springs and Charles (2003) and Barreiro et al. (2007) 
indicate HIV-related risks to the foetus during pregnancy. Mother-child transmission 
or sero-conversion during pregnancy and breastfeeding (Springs and Charles 2003) 
remain a public health concern for PLWHIV wishing to have children. HIV 
transmission to the baby has steadily decreased, from an estimate of between 13% 
and 30% in the absence of treatment (Gilling-Smith etal. 2001) to less than 2% with
HIV retroviral treatment and assisted reproduction (Fakoya et al. 2008). Liang et al. 
(2009) indicate that in the absence of antiretroviral treatments, a third of children can 
contract HIV through breastfeeding as well as during natural delivery.
Due to concerns relating to sero-conversion during pregnancy and delivery, the 
Department of Health emphasises HIV testing and as well as provision of fertility 
treatment to prevent HIV transmission (Department of Health (DH) 1998; NICE 2013). 
While the efficacy of anti-retroviral treatment is significant in the management of HIV 
and increased life expectancy for PLWHIV and newborn children, ineffective fertility 
treatment often encourages PLWHIV to consider adoption. Rights to parenthood are 
endorsed in legislation underpinning the provision of fertility treatment as well as child 
adoption services, and influence any decisions concerning PLWHIV who wish to 
adopt children.
1.6 Law and legislation supporting parenthood
1.6.1 Parenting rights and fertility treatment
The rights to fertility treatment for PLWHIV seeking to achieve parenthood lie in the 
United Nations Universal Declaration of Human Rights. The Human Rights Act (1998) 
asserts the right of all individuals to marry and have a family. It also protects 
reproductive rights for all men and women. The rights to reproduction in the context 
of PLWHIV call for interventions such as access and provision of HIV testing 
services, seeking family planning, and accessing sexual health services (Chan and 
Ho 2006; Mehta 2006).
The changing context of parenthood and the evolving nature of family institutions 
have led to ’changes in the law to include policies and legislation promoting 
parenthood in homosexual, heterosexual and bisexual families. The Human
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Fertilisation and Embryology Act (DH 2008) allows same-sex couples and unmarried 
heterosexual couples to have children through surrogacy arrangements, fertility 
treatment using donor sperm or donor embryos, and sperm insemination. These 
parenting alternatives allow those who wish to become parents to use techniques that 
can considerably decrease transmission of HIV and provide equal opportunities for 
same-sex couples. Given that these rights provide freedom to make choices 
regarding reproduction, the state is therefore obliged to provide services including 
adoption, fostering and assisted reproductive treatments. Positive rights allow 
individuals to have children using any chosen reproductive methods (Chan and Ho
2006).
1.6.2 Overview of those considered for fertility treatment
\ ■ -
The National Institute for Health and Clinical Excellence in the UK (NICE 2013) 
proposed that alongside the general population experiencing infertility problems, 
PLWHIV may be entitled to receive fertility investigations following a period of one 
year of unprotected intercourse without pregnancy. The guidelines recommend that 
treatment should be provided within two years of failed conception, following early 
investigations and with emphasis among those aged 36 years and over. However, 
the guidelines are restrictive to women over the age of 42, because of evidence 
suggesting that fertility reduces after the age of 35 and reduces significantly after the 
age of 40. Among these women, in the absence of historical IVF treatment or poor 
ovulation problems, only one cycle of in vitro fertilization (IVF) will be funded by the 
National Health Service (NHS),(NICE 2013). '
Although many PLWHIV may require numerous treatment cycles due to the impact of 
HIV on ovulation, NICE only recommends three cycles of IVF/intra-cytoplasmic sperm
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injection (ICS!) for those under 40, and embryo transfer is limited to their first cycle. 
Furthermore, the receipt of further cycles depends on the quality of embryos. While it 
is clear that HIV is no longer a limiting factor to fertility treatment, there remain 
concerns about the number of treatment centres offering HIV specialised services. 
Additionally, NICE guidelines are unlikely to be implemented equally throughout the 
UK.
There are concerns that the delivery of these services according to the guidelines is 
likely to depend upon geographical location and on how local authorities implement 
and allocate their resources. If the manner in which fertility services are unevenly 
allocated nationally, this may leave PLWHIV feeling unsupported if they live in areas 
where HIV-related fertility treatments are not a health priority. In the current context of 
Primary Care Trusts (PCTs) being replaced by local Clinical Commissioning Groups 
(CCGs), existing guidelines may well be abandoned by CCGs who decide to reduce 
expenditure. This may be due to issues around budget constraints concerning the 
estimated numbers of PLWHIV living in CCGs catchment areas, and their 
assessment of the possible need for specialist HIV services.
PLWHIV seeking fertility treatment often have to commute long distances in order to 
access treatment due to the local unavailability of accessible specialist services and 
difficulties with securing funding (Newmeyer et al. 2011 ; Peak et ai. 2012). Anecdotal 
reports gathered in the course of this study have already noted differences in service 
provision between regions since the implementation of the new NICE guidelines 
(NICE 2013). Such difficulties with accessing fertility treatment may lead PLWHIV to 
consider adoption as a viable and safe parenting alternative.
25
1.6.3 Adoption rights and law
Adoption is a formal process which principally allows individuals or couples to 
achieve parenthood by going to court to take legal responsibility for a non-biological 
child in need of security, protection, permanency and stability (Jones 2002 and Ball 
2005). The history of adoption law was initially implemented after Adoption Act 1927 
when adoption was legally recognised in England and Wales (Garrett 2002). 
Historically, child adoption had been a responsibility for voluntary organisations. At 
the time the Act was introduced, the adoption system focused on providing stable 
homes for vulnerable babies, infants and older children who had experienced abuse 
or neglect which resulted in them being in the care of local authorities. However, 
adoption is now the responsibility of local authorities, and they are able to utilise 
adoption agencies for assessments and recruitment.
While the adoption system focuses on finding stable permanent placements for 
children with complicated varied backgrounds and needs, 56% of children in care 
may require adoptive homes (DfE 2012a; DfE 2012b). The Department for Education 
(2012a) recognises that it may be in the best interests of some children to remain in 
long-term fostering. However, long-term fostering is arguably linked to significant 
delays in managing permanency plans for children, resulting in long-term emotional 
impacts (McNeish and Scott 2013). Primarily, the adoption law was formulated in 
order to advance child protection and the provision of safety for children who were 
deemed unsafe to be returned to the care of their parents (Garrett 2002; Rushton
2007).
The Adoption and Children Act 2002 (DfE 2002) has reinforced the government’s 
initiative to expand the management, enactment and how adoption services perform. 
The principles driving adoption processes continue to place the welfare of the child as
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paramount, striving to act in ‘the best interest of the child’ as stipulated in the Children 
Act 1989 (DfE 1989) to safeguard children by placing them for adoption where 
appropriate (Lewis 2004; Rushton 2007). Furthermore, they follow the United Nations 
Convention on the Rights of the Child 1989 (UNCRH 1989), Article 21 which 
emphasises the paramountcy principle in terms of a child’s welfare and consideration 
of whether adoption is the best possible option to keep that child safe and protected. 
For this reason, the Adoption and Children Act 2002 (DfE 2011) was developed to 
ensure this paramountcy principle is taken into account when seeking adoptive 
parents for children. However, parallel with the Children Act 1989 (DH 1989), 
adoption is recognised as a serious decision made on the basis of assessments and 
evidence suggesting the child’s welfare cannot be safeguarded or protected in the 
care of its family.
In light of the need to preserve the child’s right to continue to live in the care of his or 
her family, significant delays in adoption procedures became common, with 
consequent effects on children’s emotional wellbeing caused by breaking early 
attachments (Lewis 2004; House of Lords 2013; McNeish and Scott 2013). Some of 
these delays were noted within processes of bringing children into care, as well as in 
court proceedings and the extensive bureaucracy involved in social work practice 
(Munro 2011; Kirton 2013). Thus, National Minimum Standards for Adoption Services 
were put in place to prevent delay when managing adoption cases via inter-agency 
working practices (Lewis 2004 and Thomas 2013). However, Narey (2011) reported a 
number of significant issues and ineffective adoption procedures in contemporary 
adoption processes. For example, there has been a shortage of adoptive parents 
required to provide permanency for the number of children in care. In 2012, only 4263 
adoptive families were available for 4600 children requiring adoptive placements (DfE 
2013a; McNeish and Scott 2013).
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Consequently, the government emphasised the importance of improving efficiency in
f -
adoption. The key message to adoption agencies is now the necessity for early and 
speedy adoption intervention into the lives of children who suffered abuse in their 
relationships in the context of their birth families, in order to improve the value and 
quality of their lives with adoptive families (Jones 2002, Thomas 2013; McNeish and 
Scott 2013). Although Narey’s report lacked a consideration of adoptive parents’ 
experiences and the need for adoption support services, a gateway for adoption, an 
Action Plan for Adoption (DfE 2012a) and score cards (DfE 2012b) were 
subsequently introduced. These are intended to tackle delays in placing children for 
adoption by implementing adoption targets, improving adoption assessments by 
considering applications put forward, improving the recruitment of adoptive parents, 
and increasing the local authority’s level of accountability in speeding up adoption. 
Thus, the judiciary system requests that court timescales for care proceedings should 
be completed with 26 weeks (House of Lords 2013).
While the above changes are positive, they raise concerns around an emphasis on 
the speed of procedures reducing the accuracy and effective performance of social 
workers. This could distort the focus on the best interests of children (Kirton 2013) 
and affect the thorough and careful assessment of adoptive parents (House of Lords 
2013). Jones (2002) asserts that the idea of speedy permanence planning may mask 
the real problems in the child protection systems and subsequently place significant 
pressures on birth parents and adoptive families. Such distortions may well lead to 
premature adoption breakdowns arising from poor matching processes, and cause 
further negative experiences for children who are desperate for stability (Adoption UK 
2011; Kirton 2013; House of Lords 2013).
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On the other hand, the current adoption reforms appear to enforce the discourse that 
prospective adopters should not be rejected at the initial enquiry, or on the basis, of 
their background (House of Lords 2013). Thus, the government’s intention is to “tear 
down the barriers that stop good, caring potential adoptive parents from giving a 
home to children who are desperately in need" (Thomas 2013 p. 6). The new 
streamlining of the assessment of adoptive parents appears pragmatic, since it 
focuses on providing permanent solutions for children by emphasising the reduction 
of delays (Kirton 2013; Thomas 2013). With this regard, these changes are seemingly 
inclusive in order to increase the number of adopters. For PLWHIV, this change is 
encouraging and reassures PLWHIV about possible opportunities to achieve 
parenthood. However, a consideration of the impact of HIV positive status within this 
new process has yet to be fully explored.
1.6.4 Overview of those considered for adoption
Adoption law in the UK allows joint adoption to married couples in accordance with 
the Adoption Act 1976. Research suggests that 82% of adopters are married couples 
and 18% are single parent adopters (DfE 2011). The government previously 
promoted adoption by married couples because of the understanding that marriage 
provides stability and security for children. Lansford at a/. (2001) suggest that children 
brought up in single parent households often experience negative outcomes due to 
the strains of lone parenting. As a result, this raised serious scrutiny to single parents, 
in particular male who expressed an interest in adopting children.
Since 2005, however, couples who are unmarried have been able to apply jointly to 
become adoptive parents if they can prove they are able to provide full commitment, 
stability and safety for the child (Ball 2005). Given the new legislation promoting 
sexuality equal rights, homosexuals as well as heterosexuals can now apply for
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adoption, either jointly or as single parents. Sexuality, disability and marital status are 
not limiting factors for adoption (Adoption and Children Act 2002; DfE 2011). The 
legislation is non-discriminatory in that it promotes equal opportunities for those who 
wish to seek adoption as a solution to parenthood (Douglas and Philpot 2003). 
However, crimes against children and other serious offences such as rape and 
violent offences are likely to impact negatively on adoption applications (Douglas and 
Philpot 2003; DH 2001).
The adoption process does not set upper age restrictions for those wishing to adopt 
children (Douglas and Philpot 2003); all those above 21 years of age who have full 
parenting capacity are eligible to adopt (DH 1998; 2001). The motives and 
characteristics of potential adoptive parents vary greatly, although it is common for 
adoption to be pursued following infertility problems (Brodzinsky and Schechter 1990; 
Howe 1998). The process of matching children with adoptive parents influences 
future outcomes for children (Selwyn and Quinton 2004). The decisions relating to 
who is the best match for children therefore depend on the children’s social workers’ 
assessments (Selwyn et al. 2010) during the matching stage of the adoption process. 
Success in adoption applications therefore relies on social workers’ thorough and 
rigorous assessments (Rushton 2007).
However, it is fair to state that the procedures and legislation advocate for anti-
discriminatory practice to ensure fairness and unjustified exclusion (DH 2001). Single
heterosexuals as well as gay and lesbian couples now have the right to adopt,
although there have been controversial debates among researchers about nurturing
children in family situations that are not considered stable enough (Selwyn and
Quinton 2004). Moreover, in respect of same-sex families, there have been
contentious suggestions that children brought up within same-sex families are likely
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to imitate their parents’ sexual orientations and take them up when they reach 
adulthood (Hicks 2005). The adoption law insists on potential adopters being healthy 
and active as well as having permanent accommodation and secure living 
arrangements to care for children in a stable home.
1.7 Relevance of fertility and adoption services to people living with HIV 
The above consideration of legislation, policies in fertility and adoption practices has 
demonstrated the rights and eligibility considerations for those seeking to achieve 
parenthood. PLWHIV are affected by legislation underpinning fertility and adoption 
and should be considered in terms of their rights to achieve parenthood using these 
options. It is therefore argued that, given the universal rights to parenthood and the 
political drive to increase the recruitment of adoptive parents and to promote fertility 
treatment rights for PLWHIV, health and social care systems should be primed to pay 
more attention to the needs of PLWHIV seeking fertility treatment and child adoption.
1.8 The role of charitable organisations for people living with HiV
HIV-related charitable organisations in the United Kingdom provide non-statutory 
specialist community support services to PLWHIV. Although HIV charitable 
organisations mainly focus on social care issues (prevention and support), others 
now provide testing and treatment clinical support (Terrence Higgins Trust 2004). 
According to Madden et ai. (2011), Cook and Hargreaves (2007), many PLWHIV in 
the UK who access support from charitable organisations live in deprived 
communities and may be unable to fund an expensive lifestyle. However, those who 
approach charitable organisations seek support with accessing services that are hard 
to reach (Flanagan and Hancock 2010) and difficult to access due to problems 
relating to health inequalities (Terrence Higgins Trust 2004; Cook et a!. 2009; 
Flanagan and Hancock 2010 and Madden et al. 2011 ).
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As a result of marginalisation, impenetrable services and negative responses to 
PLWHIV seeking to have children using fertility or adoption services, many PLWHIV 
find charity organisations valuable (Kirshenbaum et al. 2004; Dodds 2006; Bravo et 
al. 2010). According to Weatherburn ef a/. (2009), Flanagan and Hancock (2010), 
Madden et al. (2011) PLWHIV pursue various services from charity organisations 
such as counselling, support with treatment adherence, financial assistance, 
information, guidance and support groups. Furthermore, they seek support for 
specific social groups such as African groups, women’s groups, homosexual groups, 
asylum seekers or parenting. It is suggested that many PLWHIV seeking parenthood 
and experience difficulties with navigating through either fertility or adoption services 
utilise charity organisations for assistance and advocacy. The experiences of 
participants through these services are explored in this study.
1.9 Study purpose
The purpose of this research was to explore the experiences of PLWHIV who 
accessed fertility treatment and adoption services from the view point of those who 
had received support from HIV charitable organisations during the process.
Research Question
The specific research question was;
What are the experiences of accessing fertility treatment and adoption services 
among individuals and couples living with HIV who have sought support from HIV 
charity organisations during the process of pursuing parenthood?
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In light of this study purpose and the research question, a literature review was 
undertaken in order to consider the existing knowledge relating to fertility and 
adoption in the context of HIV. This review of the literature is presented in chapter 
two. The literature relevant to infertility associated with HIV, as well as research 
related to the assisted reproductive techniques available to PLWHIV, is presented. 
The loss and grief theory (Kubler-Ross 1969 and Goldworthy 2005) is offered to 
articulate that PLWHIV experiencing infertility problems or HIV-related infertility 
encounter feelings of loss and grief. On that basis, the risk and resiliency theory 
(Masten and Powell 2003) offers the understanding that PLWHIV acquire certain 
traits of resilience enabling them to pursue alternative interventions to achieve 
parenthood. Thus, these theories are applied as theoretical frameworks for this study.
Chapter three expands on the methodology and the methods used in this research, 
while chapter four presents the data analysis. The research findings are presented in 
chapter five and these are discussed in chapter six along with an examination of the 
implications for practice. Chapter seven presents the project’s conclusions, 
recognising the strengths and limitations of the research and providing a 
dissemination strategy. The last chapter contains a reflective log and an integration of 
research, knowledge and practice in the light of the overall doctorate in clinical 
practice programme.
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Chapter 2
2. LITERATURE REVIEW
The literature review for this research evaluated studies obtained from electronic 
databases. Search strategies were designed to retrieve empirical studies and 
literature investigating HIV-related infertility, access to fertility treatment, and child 
adoption associated with PLWHIV. Literature was obtained from academic and 
research databases (see appendix 1 ).
2.1 Search strategy
A detailed and focused search strategy ensured clarity in respect of the research 
question. A brainstorming exercise was undertaken in order to list phrases and 
keywords that would be useful in guiding the initial search strategy (Cronin et al. 
2008; Trimmins and McCabe 2005). Broader terms, narrower terms, related terms 
and synonyms were used to facilitate search ideas.
The following varied and wide-ranging search terms were identified as important for 
the literature search for this research: HIV; PLWHIV; reproductive rights; fertility 
rights; assisted reproduction; fertility and infertility treatment; adoption; child adoption; 
parenting and parenthood. These terms were used alongside each other or other 
terms to create search phrases helpful with literature search. Literature from national 
and international perspectives as well as some grey literature and publications 
accessible on the internet were considered to ensure that aspects researched in 
other realms pertaining to the research question were not missed. However, only 
literature written in English was considered. Therefore articles written in other 
languages were excluded.
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2.1.1 Search plan
To answer the research question, numerous search terms relevant to interrogate the 
literature search were used as indicated in appendix 1. A review of published 
literature was carried out using an extensive search of articles from 2000 to to-date, 
representing up-to-date articles investigating recent HIV-related treatment strategies 
for reducing transmission, which were therefore influential in adoption and fertility 
treatment considerations for PLWHIV who are seeking parenthood. Articles published 
before 2000 were excluded because of the significant progress in HIV care, services 
and treatment since that time, so that earlier papers would be out of date.
Databases such as Medline, PubMed, ScieVerse (Science Direct), Social Sciences 
Citation Index, Web of Knowledge, Lancet, HIV/AIDS journals, and the Cochrane 
Library were used. A manual literature search was also undertaken in the university 
libraries for any existing doctoral theses and dissertations in the subject area. 
Abstracts were included in the literature consideration. The search terms identified 
above were used with Boolean logic, ensuring a narrow and focused search within 
the area of fertility and adoption. Only articles published in the English language were 
considered because of the costs associated with translation.
2.1.2 Results
A wealth of literature resulted from the search, which was filtered to narrow the focus 
to the specific topic studied. This evidenced that HIV-related fertility treatment has 
been widely researched. However, five articles specifically looked clinical provisions 
and experiences of PLWHIV going through fertility treatment whilst only three articles 
were obtained looking at child adoption in the context of PLWHIV seeking adoption 
services.
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Because of concerns about excluding critical seminal and relevant articles (Trimmins 
and McCabe 2005), a combination of different search terms was used to confirm 
limited availability of literature associated with the adoption of children by PLWHIV. A 
snowballing technique was employed, involving references quoted by other studies. 
This was important in maximising the articles yielded from a scant body of literature 
looking specifically at adoptive parenting among HIV positive prospective adopters 
(Trimmins and McCabe 2005; Cronin ef al. 2008). A review of abstracts was 
undertaken and articles identified as relevant were retrieved accordingly, including 
anecdotal internet reports.
Contextual literature including qualitative and quantitative methods that supported the
research within the scope of fertility treatment, prophylaxis, adoption, rights and
. y
ethical dilemmas within the scope of HIV-related parenthood were utilised. Relevant 
literature was broadly read and reviewed. Appendix 2 provides a synopsis of selected 
pertinent articles that were considered to be of good quality and comprehensive in 
debating issues around fertility treatnient and child adoption for PLWHIV. Articles that 
minimally investigated or explored important aspects of this research were not 
considered to be of sufficient quality to support the study and were therefore 
excluded.
2.1.3 Literature classification
All identified relevant articles were assessed for quality and appraised (Trimmins and 
McCabe 2005). A critical appraisal grid (see appendix 2) was used to assist with 
understanding, appraising, critiquing and analysing the knowledge obtained from the 
literature (Cronin et al. 2008). Articles were considered relevant if they provided 
themes and findings that supported this study as they were read and critically 
reviewed (Trimmins and McCabe 2005; Cronin etal. 2008).
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The reading and synthesis of literature resulted in several themes that were 
considered relevant to answer the research question as outlined below:
• HIV and parenting
• Child adoption and the assessment process
• HIV-related infertility
• Techniques preventing transmission
• Experiences of accessing fertility treatment and child adoption among HIV 
sero-positive cohorts
Alongside the above themes, policies and legislation supporting parenthood and 
fertility were also considered. It is deemed logical to discuss these in conjunction with 
the themes identified in order to support or critique pertinent ideas as they are 
presented.
2.2 HIV and parenting
Improvements in antiretroviral therapies are allowing many PLWHIV to regain their 
health and lifestyles, re-engage in social activities, form sexual relationships and 
subsequently engage in either protected or unprotected intercourse in order to have 
children (Kanniappan et al. 2008; Ezekiel et al. 2012; Taylor et al. 2013). A qualitative 
study carried out in the USA by Chen et al. (2001), looking at 1,421 HIV-positive 
adults found that 28 to 29% of HIV-positive men as well as sero-concordant and sero- 
discordant couples with and without children all continued to express a desire to have 
children.
Panozzo et al. (2003) undertook a survey, distributing 401 questionnaires among 
three hospital centres in order to further understand fertility objectives among
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PLWHIV. A thirty two per cent response rate resulted in 130 service users and 
support workers who completed questionnaires. Among them, 114 men and women 
provided full information. Their results indicated that 45% of women with HIV and 
38% of men living with HIV have an on-going desire to have children. Furthermore, 
although many of these service users and support workers wanted to have numerous 
children, they felt that professionals were unsupportive of this desire (Panozzo et al. 
2003).
According to the World Health Organisation (2009), the intentions of PLWHIV to have 
children influence decisions to utilise HIV-related family planning interventions. They 
argue that, sero-discordant couples are likely to consider reproductive counselling 
when considering parenting. Kanniappan et al. (2008) highlight that, PLWHIV are 
faced with internalised conflicts about whether their decisions to parent with HIV will 
be accepted by friends and family. For that reason, they suggest that reproductive 
intentions of PLWHIV are influenced by the availability of family support during the 
period they are living healthily and following health deterioration or death.
Chen et al. (2001) established that women's aspirations to have more children are 
often increased by their partner’s wishes or when they know they are both HIV 
positive. However, the desire for children reduced when a partner’s HIV sero-status 
was not known (Chen et al. 2001). It could be suggested that, discussions of 
conception may be easier for couples who are open and transparent about their HIV 
status. In that regard, the concept of sero-sorting that involves PLWHIV seeking to 
form relationships with others who are HIV positive has considerable significance 
among PLWHIV seeking to address fertility issues because of its impact on 
parenthood. Nattabi et al. (2012) indicate that, sero-sorting may reduce intentions to
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have more children due to fear of stigma associated with childbearing when one is 
HIV positive. Conversely, some sero-concordant couples engage in the process of 
sero-sorting in order to reduce isolation or stigma linked with childlessness. Through 
sero-sorting, PLWHIV can create intimate relationships and consequently have 
children.
Moreover, Muze (2013) indicates a rise in the prevalence of HIV infections among 
young women between the reproductive age of 13 and 29 years. This could imply 
that many young PLWHIV seek safe alternative options to prevent transmission. If 
they are unable to do so, they may risk transmission through unsafe sex in order to 
conceive. According to Seigel and Schrimshaw (2001) and Sowell et al. (2002), 
women with high motivations to have children are likely to become pregnant rapidly 
and deliberately following an HIV diagnosis. The desire to achieve parenthood among 
PLWHIV is equally significant within the general population among those of a
reproductive age with or without an HIV serostatus (Wesley 2003).
A desire to portray positive maternal or paternity identities have been cited as 
motivators for parenthood especially when PLWHIV foresee the possibilities of living 
a longer life in order to look after their children (Sowell et al. 2002; Wesley 2003; 
Sanders 2008; Muze 2013). Furthermore, Walulu (2011) and Kanniappan et al. 
(2008) postulate that determination to manage HIV illness, adherence to treatment 
and surviving for children are important aspects that motivate parenthood. Thus, 
Richter et al. (2008) emphasise that many PLWHIV prefer biological children 
although this desire can increase the risk of transmission among those who do not 
seek medical treatment or counselling around parenting options.
According to Taylor et al. (2013), risky sexual behaviours are encouraged by cultural
ideals, values and expectations that demand men to have children and demonstrate
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their masculinity and paternity. A qualitative study using 27 initial and 20 follow up 
interviews with men in South Africa undertaken by Taylor et al. (2013) indicated that 
men living with HIV were profoundly influenced by cultural factors to ensure biological 
child-bearing. As such, men with HIV rejected fostering or adoption options as they 
are perceived to undermine paternity, masculinity, expanding the family name and 
social identity within an African context.
Nevertheless, in the event of unsuccessful fertility treatment/biological parenting, 
PLWHIV can seek to adopt children. Paiva et a/. (2003) explored parenting attitudes 
among 250 service users and support workers, and highlighted that many PLWHIV 
consider adopting children regardless of their HIV. Although attitudes around child 
adoption differ within cultural contexts, Kirshenbaum et al. (2007) established that 
adoption is an alternative parenting option that is being actively considered by some 
PLWHIV. Moreover, homosexual men and lesbian couples whether or not affected by 
HIV consider child adoption due to altruistic reasons or to exercise fatherhood and to 
prolong the family name (Langridge et al. 2005).
However, Paiva et al. (2003) and Sunderam et al. (2008) indicate that PLWHIV often 
face challenges such as powerlessness and lack of control when dealing with the 
problems of infertility. Decisions around whether or not they can become biological 
parents are addressed medically and left within the hands of health professionals, 
and social work professionals who have the power to approve or deny parenthood 
(Goldberg et al. 2012). Bravo et al. (2010) assert that fear of stigma and 
discrimination along with existing experiences of stigma from health and social care 
providers increases reluctance PLWHIV considering having children. In particular, 
PLWHIV have been observed to avoid seeking medical advice or exploring safer 
parenting options from professionals.
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2.2.1 Stigma and discrimination associated with parenting with HIV
According to Goffman (1963), stigmatisation is likely to damage individual’s personal 
identity, social identity and the ego, which entails what individuals think about 
themselves. An HIV positive status is associated with stigma and discrimination 
which are often experienced in various elements of the lives of PLWHIV (Tisdal et al. 
2003). A World Health Organisation (WHO) study indicates that, fear of stigma and 
discrirhination has led to many parents with HIV becoming secretive and falling to 
disclose their illness to friends and families. This results in isolation. PLWHIV seldom 
disclose their HIV status because they fear to be rejected by the society (WHO 2006). 
For many PLWHIV, fear of discrimination is associated with perceptions that the 
society continue to uphold the opinion that HIV is an illness that is usually associated 
with promiscuity, drug use and homosexuality (WHO 2006). Thus, for those who wish 
to have children, they worry about accepting diagnostic protocols or take up 
preventative interventions and self-exclude themselves due to fear that the society 
will judge them for choosing to have children and risking HIV transmission to children 
(Nostlinger ef a/. 2004).
However, in recent years, many with HIV have sought normalcy and a family life with 
children by creating sexual lives after a psychologically disruptive period that follows 
initial diagnosis (Bravo ef al. 2010). In some societies, having a family deflects HIV- 
related stigma and enables PLWHIV to modify how they feel about themselves and to 
find a place in their communities and family lives (Flowers 2006). Furthermore, 
parenthood often meets cultural, religious and societal expectations. Nattabi ef al. 
(2012) report that, PLWHIV wishing to have children tend to avoid circumstances 
where they may face stigma. These authors propose that social isolation and
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choosing partners who are also HIV positive can prevent experiencing further stigma 
and discrimination.
While others may seek to have children using non-biological methods, Paiva et al.
(2003) and Newmeyer et al. (2011) all highlighted that HIV discrimination and stigma 
can result in PLWHIV being refused access to fertility treatment. According to Englert 
et al. (2001) and Savulescu (2003), many infertile couples have been refused 
assisted reproductive treatment because it is expensive or for the reason that they 
should adopt children who require stable and safe families. Frodsham et al. (2004) 
note genuine refusals based on principles around the best interest of the child, 
particularly when parents are perceived to be unwell to care for children. On the other 
hand, PLWHIV have also been refused adoption due to discrimination around their 
HIV status (Serugado and Paiva 2007).
Lawson et al. (2006), indicate PLWHIV receiving patronising treatment (such as 
being laughed at; fearing to treat HIV positive patients) from staff in health care 
settings. A qualitative study by Cooper et al. (2007) interviewing 61 HIV-positive 
women indicates that women with HIV were deterred from childbearing and 
encouraged to sterilise or abort. These findings are supported by Kirshenbaum et al.
(2004), Cooper ef al. (2007) and Nobrega ef al. (2007) reporting health professionals 
criticising PLWHIV pursuing parenthood post diagnosis. Given their awareness of 
stigmatisation within society, PLWHIV can inherit internalised stigma (self-directed 
stereotypes), which may result in a fear of accessing services (WHO 2006). Tisdal ef 
al. (2003) and Turan ef al. (2008) thus highlight the importance of client confidentiality 
when working with children and families who are affected by HIV. This is to prevent 
enhancing stigma and discrimination associated with negative attitudes about HIV.
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Even so, Segurado and Paiva (2007) highlight that many affected by HIV often do not 
feel reassured by confidentiality policies within health and social care settings. 
Lawson et al. (2006), Segurado and Paiva (2007), Ezekiel et al. (2012) report 
breaches in confidentiality against PLWHIV seeking treatment and indicate that 
confidentiality policies and requests by PLWHIV for confidentially can be seen as 
gateways for stigma from those providing services. As such, health care settings are 
likely to feel less comfortable and safe for those seeking treatment. A qualitative 
study by Nguyen et al. (2008) looked at the barriers of accessing prevention of 
mother to child transmission programs. Their findings noted that among 52 women, 
who enrolled on the study, 14 reported a breach in confidentiality and many 
described poor care from health care staff such that they felt unable to trust 
healthcare staff or use similar services in the future. Although the study highlighted 
that some women lacked full understanding of the prevention of transmission 
programs, this could have affected their compliance with the intervention.
Nevertheless, the existence of stigma and discrimination reduced the quality of care 
rendered to HIV positive women. As a consequence, PLWHIV who may require 
specialist HIV-related intervention in order to achieve parenthood may feel 
discouraged to access healthcare services in fear of stigma and discrimination. With 
this regard, Cameron (2010) and Turan et al. (2008/ note that, stigma and 
discrimination towards PLWHIV may continue to be accountable for some incidents 
of HIV transmission to children should if PLWHIV feel unable to access services 
available to prevent transmission when seeking parenthood. Thus, according to 
Savulescu (2003), discriminating against PLWHIV and others with infertility problems, 
from accessing either fertility treatment and deterring them from assisted
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reproduction due to lack of resources, high costs of treatment, absence of education 
and reproductive counselling or discouraging them from adopting, prevents 
reproductive autonomy and invokes childlessness. They recommend low-cost 
resolutions for infertility and support with adoption to promote rights to parenthood.
2.3 Child adoption and the assessment process
2.3.1 Current social work perspectives around adoption assessments
As mentioned earlier, the assessment processes for couples and individuals who are 
looking to adopt are handled by social workers (Ball 2005; Rushton 2007). The 
process of assessment involves social workers undertaking comprehensive 
assessments in order to obtain a full understanding of the ability of prospective 
adopters to parent and offer stability to children (DH 2001). The practice guidance 
that is used in adoption social work practice on assessing the support needs of 
adoptive families complements the Adoption and Children Act 2002 (DfE 2011) and 
makes it clear that, assessments of potential adoptive parents should be child- 
centred and grounded in evidence-based knowledge (DH 2001). Social workers 
therefore utilise the Assessment Framework for Children in Need (DH 2000) to 
undertake systematic assessments and analysis of the children’s circumstances at 
home, as well as in wider contexts (Rushton 2007).
The Department of Health (2001) suggests that assessing parenting capacity 
requires looking at the prospective adopters’ ability to provide basic care needs of 
children, ensuring safety, provision of guidance, emotional warmth, stimulation, 
appropriate boundaries, provision of stability, and a safe environment at home as well 
as integration in society. The process of understanding these factors will require 
understanding the carers’ health and any other emotional or social issues that may
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impact on the family’s functioning (Rushton 2007). While the assessment process 
must be thorough, adoption assessments have been slow, taking up to two years for 
a decision or for children to be successfully placed with adoptive parents (House of 
Lords 2013).
The adoption system thus creates barriers that discourage prospective adopters from 
attempting the assessment procedures. The House of Lords (2013) reports that some 
applying for adoption were rejected outright, while some withdrew from the process at 
the point of enquiry due to lack of information, lack of support during the initial and 
adoption preparatory stages, or because they found the processes too long and 
intrusive. Additional concerns centred on prospective adopters facing the risk of 
stigma if they sought guidance and support with the adoption process, despite its 
complexity.
While adoption is associated with the need to fulfil parenting needs, which often helps 
adopters to recreate their identity and fulfil their dreams (Noy-Sharav 2002), there are 
concerns that the assessment process may become skewed if social workers and 
professionals choose to focus excessively on HIV illness and the stigma that are 
associated with serious illnesses (Gardino et al. 2010). It is unclear from government 
statistics how many PLWHIV are among the 54% of applications made by 
prospective adoptive parents are accepted or rejected. Moreover, many people 
applying for adoption have already encountered significant stressors and traumas 
associated with infertility. These concerns are evident among PLWHIV experiencing 
infertility and seeking to adopt. In addition to these issues, they seek to adopt children 
after adverse experiences from their own trauma prior to adoption (Rushton 2003; 
Pennington 2012).
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The House of Lords (2013) highlighted that many prospective adoptive parents 
experience challenges with accessing support during and after adoption. Munro 
(2011), Pennington (2013) and the House of Lords (2013) all argue that it is important 
for those applying to become adoptive parents to receive support from the beginning 
of the process. Pennington further recommends that adoption should be promoted as 
a positive intervention for children, involving positive assessment procedures. Joint- 
working and training social workers to understand the impact of adoption on both 
children and their adoptive parents are considered beneficial in sensitively managing 
the various traumas linked with childhood abuse and infertility respectively (Munro 
2012; House of Lords 2013; Pennington 2013; McNeish and Scott 2013).
2.3.2 Adoption in respect of people living with HIV
In cases where fertility treatment has been unsuccessful, adopting or fostering 
children may be safer options than repeated reproductive treatment. Paiva at al. 
(2003), Richter at al. (2008) and Cooper at al. (2009) all suggest that some couples 
voluntarily choose not to pursue fertility treatment and choose to undergo the 
adoption process instead. However, there appears to be a lack of official statistics 
concerning rates of PLWHIV considering adoption as an option for parenthood.
Upon exploring adoption during the course of this research, it became apparent that 
most HIV charities and fertility treatment clinics provide information about accessing 
adoption services. They note that PLWHIV do consider adoption as an option, but 
they do not appear to keep official records. Officially published records from 
government and adoption agencies provide characteristics of adoptive parents within 
the categories of marital status (all sexualities), civil partnership and age range (DfE 
2011). While these records do not appear to report health issues, it is difficult to
identify the number of successful adopters who are HIV positive although health is 
indeed considered during the prospective adoption parent assessment process (DfE
2011).
Moreover, in 2011, the government acknowledged the existence of people who may 
be desperate to adopt and willing to offer loving and stable homes to children who 
had expressed disappointment with the adoption process (DfE 2011). However, no 
exact HIV-specific figures were reported around this issue. With this regard, although 
officially recording adoptive parents’ HIV status could be contentious and debatable 
given the high requirement for confidentiality and the concerns around the prevailing 
stigma and discrimination around HIV, official records could be a source of 
transparency and encouragement that well-managed HIV does not always affect 
parenting capacity.
It is worth noting that when attempts to use fertility treatment fail, those desperate to 
have a child may feel a sense of loss and rely on services to provide counselling 
(Howe 1998), support and possible alternative methods to achieve the goal to have 
children (Sunderam et al. 2008). This observation is understood using the loss and 
grief theory (Kubler-Ross 1969). According to Harris (2011), HIV and infertility can be 
seen as adverse events that can be life changing due to loss of good health and the 
ability to enjoy biological child-bearing. These losses bring about suffering, sorrow, 
grief and can become a life crisis (Harris 2011). Although loss and grief are 
individually experienced, some exercise resilience and seek positive opportunities 
from that loss shortly after mourning and grieving. Thus, infertility treatment and 
adoption are seen as opportunities for PLWHIV to develop post-traumatic growth. 
Adoption after unsuccessful treatment offers hope and reassurance. Noteworthy, a
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qualitative study by Paiva et al. (2003) of 250 HIV-positive men revealed that 7% of 
men of either sexual orientation had adopted children, and 4% expressed a wish to 
adopt children in the future. The study reported that some PLWHIV felt 
discouragement from adopting children by professionals. The study recompriended 
that both men and women who are HIV positive who wish to have children should not 
be discouraged. However, appropriate advice and guidance relating to safer 
parenthood options should be provided (Barreiro ef al. 2007).
It appears that, PLWHIV often feel they have not been provided with sufficient 
information about how to access services that would help them to have children 
(Yudin ef al. 2010). Nevertheless, it is clear that the desire for parenthood expressed 
by PLWHIV may be influenced by a change in policy and legislation to promote equal 
opportunities for those with HIV seeking fertility treatment and certainly child 
adoption. There is evidence for changes in policy, with primary care trusts and fertility 
clinics increasingly placing an emphasis on offering fertility treatment to couples living 
with HIV (Frodsham ef a/. 2003; NICE 2013).
2.3.3 Health consideration of potential adopters
The assessment process requires applicants to demonstrate that they are physically, 
emotionally and psychologically healthy enough to commit to bringing up a child 
(Rushton 2007). The DfE (2011) requires assessors and agencies to be satisfied that 
prospective adopters will continue to enjoy good health when they take up adoptive 
parenting responsibilities. Undertaking full medical check-ups and looking at adoptive 
parents’ medical histories are part of the process (DH 2001; Douglas and Philpot
2003). However, social workers will rely on medical professionals to undertake this
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assessment, and their decisions about adoptive parents’ health suitability carry a 
good deal of weight in the adoption process (DfE 2011 ).
While the DfE (2001) clearly states that mild chronic conditions are unlikely to affect 
the adoption process, it also states that serious health issues may impact on adoption 
chances if illnesses prevent children from being offered a wide range of opportunities 
that promote their development. Therefore, health assessments must provide 
assurance that adoptive parents will be able to see their children develop into 
adulthood (Selwyn and Quinton 2004). The Department of Health (2001) guidelines 
can be criticised for failing to explicitly state health issues that may place children at 
risk or limit their beneficial experiences and opportunities. The guidance is 
ambiguous according to Douglas and Philpot (2003).
Due to side effects associated with their medication, PLWHIV may seek regular 
monitoring to ensure they respond well to medication, and this could be misconstrued 
by medical experts considering their health records. However, in fact this process is 
associated with pursuing normalcy (Rehm and Franck 2000). Furthermore, HIV is 
likely to affect individuals’ mental health because of the burden and stress it creates 
(Sherr 2010). Many parents seeking adoption are mentally and emotionally stable 
and ready to take up parenting before commencing the process (Yudin et al. 2010; 
McKay et al. 2010). However, Adoption UK (2011) highlights the fact that adoptive 
children are likely to be damaged and may create various mental health challenges 
for their adoptive parents. There is already evidence indicating that some PLWHIV 
struggle with balancing the stressors around parenting as well as those relating to 
their illness (Tompkins 2008). It is therefore possible that clinicians and agencies
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assessing potential adopters living with HIV may become concerned about the 
implications of HIV-related mental health on parenting.
Foster et a/. (2008) suggest that parental depression often reduces parental warmth, 
causing negativity in parent-child relationships which may lead to psycho-pathological 
problems in children. Consideration of these factors within their professional duty of 
care may cause assessors and clinicians to be cautious about the quality of parenting 
that may be delivered in the presence of compromising illnesses (DfE 2011; Howe 
1998). While the adoption process involves significant scrutiny of those applying to 
adopt, PLWHIV are likely to fear that they would be subject to extensive scrutiny 
beyond the ordinary process by social workers concerned about the effect of HIV on 
their suitability to become parents. Support in this area will be important to prevent 
mental health deterioration among PLWHIV seeking adoption. Gardino et al. (2010) 
found on going health discrimination in the adoption process. In addition, local 
authorities have been criticised for capping the number of adoptive parents they 
assess in order to match their children in care. The DfE (2013) has therefore argued
that the adoption system has not reliably received and valued adoption applications.
\  ■ .
The new government initiative is aimed at increasing the numbers of adoptive 
parents. However, local authorities may similarly cap the numbers of PLWHIV they 
may assess or approve as adopters. Gardino et a/. (2010) suggest that people’s 
health is likely to influence adoption decisions, and that applications may be rejected 
when social workers are not convinced that adopters will successfully parent because 
of illness. The DfE (2013) suggests that it is the duty of local authorities to welcome, 
value and support prospective adopters. They emphasise that local authorities should 
assess and select adoptive parents only on their ability to meet the specific needs of
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a child. While this is subjective, the lack of specific guidelines on HIV may lead to 
inconsistent decisions. This raises a risk around PLWHIV being disadvantaged during 
adoption assessments.
Rushton (2007) highlighted important characteristics of potential adopters which are 
crucial in the assessment process. Interestingly, Rushton’s characteristics appear to 
be presented as a diagnostic instrument which appears prescriptive in choosing 
adoptive parents. This suggests that the selection process may create additional 
fears and concerns about the nature of the process faced by PLWHIV seeking 
adoption if they fail to match those criteria.
2.3.4 Effects o f HIV on adoption
Existing adoption studies in the context of terminal illnesses such as cancer suggest 
that international adoption agencies tend to be unequivocal regarding medical 
disqualifiers for adoption (Gardino et al. 2010). For example, Gardino et al. (2010) 
note that China disqualifies adoption applications when applicants suffer from serious 
health conditions that require long-term treatment, such as HIV/AIDS, serious facial 
deformation, cancer that has reached the third or fourth stage, or obesity. Gardino et 
al. (2010) argue that adoptive assessments thus tend to rely on ambiguous health 
assessments to affirm whether individuals are suitable to become adoptive parents.
In broad terms, the literature suggests that PLWHIV wishing to have children are 
protected by legislation. Unfortunately, it is not clear in practice that PLWHIV are 
protected in the adoption process. What is clear is that the adoption process upholds 
processes that extensively scrutinise people with different serious illnesses, and it 
potentially excludes them from adopting children. Generally, as adoption involves
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taking over care of children who previously suffered parental or familial maltreatment, 
attachment theories (Bowlby 1969 cited in Rushton 2003) have been applied to help 
adoption social workers to assess the attachment styles of adoptive parents. The 
application of attachment theories to adoption has been found useful in 
understanding parenting capacity and to inform the likelihood of an adoptive child 
remaining stable in an adoptive home long term (Fineran 2012). Furthermore, 
attachment styles also enable social workers to understand adoptive parents’ 
resiliency and ability to cope with the complexities and uncertainties that may be 
associated with bringing up an adoptive child (Brooks and Goldberg 2001; Fineran
2012). Nevertheless, Paiva et al. (2003), Zutlevics (2006), Cooper et al. (2009) and 
Gardino et al. (2010) are uncertain about the extent to which HIV is accepted within 
adoption practices.
According to Gerrand (2012), adoption assessments can be complex where HIV 
management is concerned. They report that many Black African adoption applicants 
withdraw from adoption assessments to avoid medical screening and HIV testing 
during adoption assessments. Such medical assessments have been perceived as 
inappropriately invasive, discriminatory and unacceptable. In essence, their research 
recommends health and culturally sensitive approaches within the adoption system. 
The need to consider cultural issues and sensitivity around HIV during adoption 
assessments is particularly relevant to PLWHIV, given the high prevalence of HIV 
among black and ethnic minority populations.
2.4 HIV-related infertility
The World Health Organisation suggests that infertility should be understood as the 
inability to conceive in the absence of birth control over a minimum of twelve months,
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suggesting that a couple has problems with conceiving or getting pregnant (NICE
2004). Specifically in relation to HIV, infertility must be understood within the context 
of this illness. As already highlighted, there is strong evidence that HIV affects fertility 
(Chen et al. 2001; Gilling-Smith et a/. 2001; NAT 2010; RosS et al. 2004). These 
studies suggest that HIV causes physiological complications in reproduction. Such 
complications have been associated with the theory of loss and grief (Kubler-Ross 
1969) associated to HIV-related infertility. Some of these losses include the loss of 
control over reproductive decisions, losing the ability to achieve a biological child or 
an ideal family, feeling abnormal and losing a healthy reproductive body (Covington 
and Burns 2006). There are also several other factors associated with infertility 
among PLWHIV. First, in considering the physiological symptoms of HIV, evidence 
suggests that HIV and sexually transmitted infections (STIs) result in tubal factor 
infertility, which causes early pregnancy and foetal loss in females and impaired 
spermatogenesis in men. Indeed, amenorrhoea in the later stages of HIV is reported 
to affect women’s ability to conceive successfully (Ross et al. 2004).
Ross et al. (2004) evaluated pregnancy progression among 92 sero-positive women 
and 99 sero-negative women. From 216 recognisable pregnancies, HIV was 
observed to reduce fertility during the early stage of the condition, and it caused 
increased foetal loss and a reduction In observable pregnancies following the 
progression of AIDS. HIV significantly increased abortion and miscarriage rates and 
contributed to erratic menstrual functioning (Frodsham et al. 2003). Tenofovir has 
been prescribed to treat and reduce HIV transmission and mother-child transmission 
in pregnant women. Siberry et al. (2012) examined clinical effects of Tenofovir on 
foetal development, and their study found little effect of Tenofovir on infant growth
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among 43% of children using the drug, who were among 2029 children whose 
parents were using alternative combination therapy during pregnancy.
Dulioust et al. (2002) carried out a qualitative study to evaluate the quality of semen 
among 189 men living with HIV and 177 who were taking antiretroviral treatment, in 
comparison with semen from sero-negative men and partners of sero-negative 
women with HIV-related infertility problems. The study observed reduced 
spermatozoa and concentrated sperm among men with HIV. Modifications in sperm 
motility and volume of ejaculation were also examined by Bujan et al. (2007b). Such 
effects are reported to have biological and psychological implications, decreasing the 
occurrence of sexual intercourse and the desire for children in relationships.
Due to societal and psychological factors such as stigma and discrimination 
associated with HIV, some PLWHIV may voluntarily choose not to have children to 
avoid further stigma towards them or their children (Frodsham et al. 2006). This has 
been characterised as voluntary infertility based on transmission prevention and 
safeguarding decisions (Gilling-Smith et al. 2001; Frodsham et al. 2006). However, 
Chen et al. (2001) suggest that there may be increased risks of HIV transmission 
associated with the desperate wish to achieve parenthood, leading to unprotected 
intercourse (Chen ef a/. 2001; Cooper 2007).
2.5 Techniques preventing transmission
2.5.1 Assisted reproduction for people living with HIV
The development of HIV antiretroviral treatment and assisted reproductive techniques 
makes it possible for partners with the same or different HIV statuses to have 
children. For example, when one partner in an intimate relationship is HIV negative
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and another HIV positive, couples can now have children using techniques such as 
unprotected timed intercourse, insemination following sperm wash, intrauterine 
insemination (lUI), in vitro fertilization (IVF) or ICSI, as well as using donor sperm.
Barreiro et al. (2007) showed that in the UK, more than 30% of HIV positive women 
and 40% of HIV positive men who already have children considered using 
reproductive treatment to conceive more children. Only 1% of women and 3% of men 
were expecting a child, and 6% were seeking fertility treatment. A further study by 
Fakoya et al. (2008) reported 16% of men and 4% of women accessed fertility 
treatment in 2008. Although the research highlighted ethical debates concerned with 
providing treatment to sero-discordant couples, as well as concerns about children 
being left with poor quality of life in the event of the HIV-related death of a parent, the 
British HIV Association (BHIVA) noted that 62% were seeking fertility treatment, with 
76% of these being sero-concordant couples. However, only 0.06% of PLWHIV 
sought fertility treatment in IVF clinics (NICE 2004). This suggests a clear shift from 
HIV threatening opportunities for child-bearing to the need to have children and a 
family given increased opportunities for assisted reproduction rendered through 
infertility treatment.
Mindful of the above figures, the National AIDS Trust has suggested that the figure of
0.06% represents the percentage of the HIV-positive population seeking fertility
treatment in the UK. With this regard, this supports the evidence presented by
Barreiro et al. (2007). However, the number of HIV-positive individuals seeking
reproductive treatment elsewhere is currently unclear although there is an indication
that this treatment is becoming common in the western countries and that there is a
need for continued provision of fertility treatment resources (Cooper et al. 2002;
Sauer 2006 and Newmeyer ef al. 2011). Nevertheless, given that research has
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highlighted different levels of effectiveness for these treatments, current research and 
clinical practice place emphasis on risk reduction by ensuring that patients are fully 
compliant with antiretroviral treatment and that HIV viral loads are suppressed before 
administering treatment.
The following sections will discuss the treatments that are commonly used when 
managing HIV-related infertility. Furthermore, Sauer (2003) argues that PLWHIV 
often do not have financial resources to pay for treatment yet fertility treatment costs 
are very high to the extent that this excludes many PLWHIV who wish to benefit from 
the service. He argues that almost 10% of couples with HIV fail to enjoy the benefits 
of reproductive treatment because they are unable to afford thousands of pounds and 
inflated costs or treatment.
2.5.2 Reproductive treatment in HIV sero-discordant couples (male HIV- 
positive, female HIV-negative)
2.5.2.1 Timed intercourse
For couples who choose to conceive by natural means, because of desperation, 
inability to afford fertility treatment or for biological reasons, carefully timed 
unprotected intercourse is chosen in the hope to be successful (Thornton et al. 2004). 
However, this process is highly risky since there is the possibility of sero-conversion 
(Sauer 2003; Spike 2003). The process of timed intercourse requires good clinical 
management, counselling and guidance (Thornton et al. 2004). Full assessments of 
the HIV-positive couple's level of viral loads and assessment of viral via of 
antiretroviral medication will require testing before engaging in sexual intercourse, in 
order to determine the risks of transmission.
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2.5.2.2 Sperm wash/intrauterine insemination/IVF and ICSI
The use of sperm wash before intrauterine insemination (iUI), IVF or ICSI is an 
increasingly common procedure among men infected with HIV who are trying to 
conceive. The process involves the cleaning/removal of the HIV virus located in 
seminal plasma (as free virions) or non-spermatic cells (epithelial cells or 
lymphocytes) to ensure that spermatozoa are clean and safe, to prevent HIV 
transmission during fertility treatment (Barreiro et al. 2007). Sauer (2006) studied 
1,111 men and 352 women undertaking IUI and IVF/ICSI treatments. The study 
noted 12% and 32% new pregnancies respectively among men and women after IUI 
treatment. IVF and ICSI produced 24% and 37% pregnancies per cycle respectively. 
However, critics argue that these levels were achieved after a series of attempts 
which were not reported (Savasi et al. 2007).
The efficacy of this treatment was further supported by a similar study undertaken by 
Savasi et al. (2007), who reported 19% and 78% pregnancies per couple in their 
IVF/ICSI treatment sample and 23% and 41% pregnancies per cycle. The use of IVF 
and processed sperm using intracytoplasmic sperm injection (ICSI) and sperm 
washing in intrauterine insemination (IUI) are reported to be safer options for sero- 
discordant couples (Barreiro et al. 2007). However, according to Yudin et al. (2010) 
these methods can be highly costly and unaffordable, causing desperation for 
couples in their wish to have children.
Although studies have shown that IUI with donor sperm can prevent HIV transmission 
with a 25% pregnancy rate per cycle and a 31.2% pregnancy rate using IVF/ICSI 
(Manigart et al. 2006; Barreiro et al. 2007), the use of donor sperm needs to be 
carefully monitored to ensure that the donor sperm is not infected with HIV or other
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sexually transmitted diseases, to protect patients and children from errors arising 
during treatment (Savasi et al. 2007). Vernazza ef al. (2007) recommend multiple 
testing to ensure the safety of sperm. However, given the growing motivation among 
clinicians to help HIV-positive couples to achieve pregnancy, intracytoplasmic sperm 
injection is now also recognised as a safer treatment in conjunction with washed 
sperm Vernazza ef al. 2007; Sauer et al. 2009; NICE 2013).
2.5.3 Reproductive treatment in HIV sero-discordant couples (female HIV- 
positive, male HIV-negative)
Reproductive support is required to assist with procreation among couples where the 
female partner is HIV positive, in order to reduce transmission risks to the negative 
partner. Determination of ovulation time and either artificial insemination or auto­
insemination will be required in the absence of unprotected intercourse (NICE 2013). 
The IVF/ICSI procedures mentioned above are usually used. HIV-positive sero-status 
in women places priority on reducing vertical transmission to the baby (Sauer ef al. 
2006; Savasi ef al. 2007). Several studies have highlighted that the use of assisted 
reproductive therapy reduces transmission to the baby, and evidence suggests that 
children are being born with a sero-negative status (Sauer 2006). However, studies 
have also suggested that risks of teratogenicity (birth defects) will need to be 
minimised by stopping antiretroviral treatment at the first trimester, or by avoiding 
prescribing teratogenic treatments such as Efavirenz during the course of the 
pregnancy (Manigart ef al. 2006; Sauer 2006).
For those on highly active retroviral therapy, changes in treatment may not be 
required. Evidence suggests the importance of ensuring that HIV viral loads are 
undetectable, since HIV reduces the effectiveness of fertility treatment (Manigart ef
s.
al. 2006). Manigart et al. (2006) theorised that if HIV infection interferes with fertility 
treatment, any viral deterioration in infected couples is likely to result in poor 
outcomes.
2.5.4 Reproductive treatment in HIV sero-concordant couples
Procedures such as IVF and ICSI have been suggested as suitable reproductive 
treatments for sero-concordant couples. However, ethical issues surrounding a child 
born to a mother who is HIV positive have been highlighted by Spike (2003). Spike 
raises concerns about the quality of life that a child who might be unfortunate enough 
to acquire HIV may face. He argues that HIV should be seen as an illness that is as 
serious as cri-du-chat syndrome (a rare illness caused by chromosome deletion) and 
Tay-Sachs’ disease (a central nervous system illness), and should therefore be 
viewed as extremely life-limiting and stressful for children. He argues that fertility 
treatment that maintains a risk-free environment should be provided to HIV-positive 
mothers because any risk of transmission is unacceptable to the child.
Nonetheless, Zutlevics (2006) pointed out that HIV is dissimilar from the illnesses 
listed by Spike, because cri-du-chat and Tay-Sachs take away the chance for 
children to have a good quality of life. In the case of HIV, children who may be 
infected will be given regular blood tests and antiretroviral treatment for twelve to 
eighteen months, allowing them to live longer and enjoy a good quality of life. The 
case for providing fertility treatment should be understood in the context of HIV as an 
illness can be managed by treatment and counselling (Zutlevics 2006). However, it is 
undeniable that the provision of fertility treatment to sero-concordant couples, like 
other treatments, requires balancing reproductive rights, moral and clinical obligations
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to provide treatment, including ethical dilemmas and autonomy rights associated with 
any subsequent children (Manigart et al. 2006; Vernazza et al. 2007).
The question of whether it is ethically correct to promote fertility or adoption among 
PLWHIV can now be answered by evidence suggesting a negligible risk of 
transmission, provided there is compliance to medication regimes (NICE 2013). 
Denying treatment to PLWHIV could be considered discriminatory. Notwithstanding 
the associated risks of transmission and possible birth defects already highlighted in 
previous sections, health authorities emphasise the importance of caution (Vernazza 
et al. 2007; NAT 2010) and assurance that any risks of transmission are carefully 
managed and remain minimal. These initiatives indirectly promote child adoption as 
opposed to the use of fertility treatments, given the risks already highlighted (Devroey 
etal. 2004; Thornton et a i 2004; Vernazza etal. 2007; NAT 2010). NICE (2013) have 
recently amended their infertility guidelines to include PLWHIV, thus acknowledging 
the low risk of transmission with appropriate treatment, and the need to promote the 
right to have children.
2.5.5 Treatment as prevention (TAP)
The National AIDS Trust reports that “treatment as prevention” (TAP) is becoming 
increasingly popular as an alternative to safe conception (NAT 2010). The proposition 
is that if HIV treatment is effective in reducing viral load sufficiently, then unprotected 
sex may be appropriate and less risky when procreating (Vernazza et al. 2008) as 
long as couples are provided with full counselling and an evaluation Is undertaken 
that discusses the safety of assisted reproductive treatment, TAP itself, any possible 
risks associated with these treatments, and further risk management strategies 
(Barreiro ef al. 2007). People living with HIV who have not yet started their ARV
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therapy may commence treatment for prophylactic reasons, enabling couples to 
engage in natural conception.
Although some researchers support TAP due to its minimal risks, the management of 
TAP should not be limited to the guidelines provided in the Swiss Statement (Barreiro 
et al. 2007; NAT 2010). It is suggested that extra precautions should also be taken, 
such as ensuring certainty about the absence of any fertility problems, and preventing 
unprotected intercourse during the HIV-positive women's fertile days. These extra 
measures can reduce superfluous exposure for the uninfected partner as well as the 
baby during natural procreation (Barreiro et al. 2007; NAT 2010; NICE 2013). 
However, the British HIV Association, the Children's HIV Association and the Faculty 
of Sexual Reproductive Health express reservations about the safety of TAP, and 
recommend fertility treatment or adoption as safer options (Fakoya et al. 2008).
2.5.6 Pre-exposure and post-exposure prophylaxis (PrEP and PEP)
As well as the on-going debate about treatment as prevention (TAP), there has also 
been some controversy about pre-exposure prophylaxis (PrEP). Pre-exposure and 
post-exposure prophylaxes (PEP) are biomedical approaches to HIV prevention, 
involving a combination of antiretroviral drugs used to protect the immune system of 
sero-negative individuals. PEP involves the provision of treatment to someone who 
has been exposed to the HIV virus (Sant et al. 2010). Certainly the use of PrEP is 
associated with HIV prevention among HIV-negative individuals as well as in 
treatment and prevention, as noted above.
PrEP aims to reduce HIV transmission in both HIV-positive and HIV-negative people, 
in order to prevent the risk of transmission to HIV sero-negative partners (Sant et al.
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2010; Thigpen et al. 2011). In HIV sero-negative partners PrEP gives the immune 
system the ability to fight the HIV virus and prevents HIV from being created within 
the body. As with other antiretroviral treatments, PEP needs to be administered 
immediately and at least within 72 hours of exposure to the HIV virus, rather than 
after a confirmed HIV diagnosis. PrEP has also been shown to prevent transmission 
among HIV-negative people who commence a course of antiretroviral drugs before 
exposure.
2.6 Experiences of accessing fertility and child adoption among HIV sero­
positive cohorts
Frodsham et a/. (2006) reports that limited resources are devoted to HIV-related 
fertility treatment, resulting in significant challenges in accessing assisted 
reproduction. Their study highlights reluctance among fertility clinic providers to 
deliver HIV-related assisted reproduction, resulting in patients being discouraged 
from having children. In a qualitative study Newmeyer et al. (2011) explored the 
experiences of 12 sero-discordant couples accessing fertility treatment, and identified 
challenges around, fertility treatment such as decision-making around pregnancy 
planning, difficulties with travel, costs of accessing sperm washing and fertility 
services, and lack of information. According to Covington and Burns (2006), PLWHIV 
who have experienced infertility problems accessing fertility treatment and adoption 
demonstrate resiliency because they are able to confront their trauma or crisis. This 
understanding is framed within the resiliency theory (Henderson 2007). Covington 
and Burns (2006) argue that through counselling and practical support, PLWHIV are 
able to focus on their strengths and endure arising challenges that may be associated 
with alternative interventions intended to aid parenthood. Perhaps, this explains an 
increasing number of PLWHIV seeking alternative parenting methods such as
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adoption and infertility treatment. However, challenges associated with access to 
services, stigma and discrimination have been seen as factors affecting resiliency 
(Haas 2002).
Peak et a/.’s (2012) study exploring the experiences of sero-discordant couples going 
through assisted reproduction found complex and multifaceted factors around 
decision-making, contemplation and planning of parenting. Considerations of life 
expectancy and long-term parenting ability, as well as difficulties with disclosing HIV 
status to the sero-negative partner, were factors that resulted in reluctance to access 
fertility treatment. When HIV was not considered to be an infertility problem, this 
caused confusion and false hope about fertility treatment success rates. Stress was 
increased by financial pressures and treatment management, although assisted 
reproduction also contributed to a sense of closeness between couples when guilt, 
shame and grief challenged the treatment experience (Peak et al. 2012).
The experiences above were reported among service users and support workers 
recruited in hospital settings, but there is little evidence about the views of those who 
are living in the community and independent from clinics as such. Therefore there 
could be bias associated with compliance, which could affect the credibility of 
accounts reported because of participants' connections with treatment centres in that 
study.
There is scarce literature looking at the experiences of PLWHIV who are going 
through adoption. However, evidence from South Africa suggests that formal 
adoption is likely to be unsuccessful when adoption applicants are HIV positive 
(Cooper et al. 2009). Similar attitudes have been observed in the United Kingdom
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during the researchers’ experience while investigating statistics and examining how 
HIV is considered by adoption agencies in the UK. Anecdotal evidence suggests that 
there is reluctance in a number of local authorities due to concerns caused by 
inaccurate perceptions about the short life expectancy of PLWHIV. Because of their 
HIV status, some local authorities believed that PLWHIV were less likely to be 
approved by medical experts and adoption panels.
2.7 Theoretical framework
2.7.1 Loss and grief theory
Loss and grief theory (Kubler-Ross 1969) provides a theoretical framework for 
appreciating and acknowledging the experiences that PLWHIV go through when they 
either face voluntary or involuntary childlessness. Reproduction is generally 
considered part of human development (Covington and Burns 2006). Therefore, 
when individuals experience reproductive difficulties due to factors such as; infertility 
problems, conception problems, miscarriages or voluntary childlessness (associated 
with preventing health deterioration, passing on genetic illnesses or prevention of HIV 
transmission) or sexual orientation, a sense of loss is experienced (Covington and 
Burns 2006). According to Greil et al. (2011), those who experience reproductive 
problems consider this experience as a crisis or traumatic life event. This crisis stems 
from the ideology that reproduction and child-bearing are considered to be legitimate 
and solid ways of achieving a family and parenthood (Douglas and Philpot 2003). 
Childlessness therefore confronts the norms of adult development, social and cultural 
expectations that provide the embodiment of procreation or conception within 
relationships (Greil, Slauson-Blevins and McQuillan 2010). Pressure from the wider 
society, family and friends on childless or infertile couples is reportedly linked with
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psychological problems such as stress and depression (Gupta, Goplan and Kulhara 
2004).
Moreover, when infertility is not a given choice, grief may become an on-going 
process. According to a study undertaken by McQuillian et al. (2003), one third of 530 
women in the study sample, experienced distress after experiencing infertility and 
involuntary childless. For them, these experiences were seen as a life crisis central to 
their identity seen as tarnished through infertility (Shiloh 1991; Miall 1996). These 
feelings sometimes proceeded through fertility treatment and adoption and prolonged 
as a life-crisis over their lifespan. On the other hand, voluntary childlessness has 
been associated with stigmatising attitudes. For example, women and men may be 
labelled as deviant and less conforming of gender assigned roles and duties relating 
to motherhood and fatherhood (Daniluk 2001). As a result of stigma, voluntary 
childless individuals have been observed to feel guilty, stressed, loss or marginalised 
when society questions their loyalty to the ideals of a normal family (Crawshaw and 
Balen 2010).
According to Kubler-Ross (1969), grief tends to follow an experience of loss. The 
process of grief involves shock, denial or disbelief, bargaining and acceptance 
Kubler-Ross 1969). These feelings are not ordered however, many experiencing grief 
go through unstable emotions sometimes referred to as a roller-coaster. Crawshaw 
and Balen (2010) postulate that feelings of anger, depression and isolation may also 
occur. Silverstein and Roszia (1988) argue that those seeking infertility treatment and 
adoption experience feelings of rejection, guilt, shame, loss, grief, loss of intimacy, 
identity, loss of control with on-going lack of fecundity. Wirtberg ef al. (2007) explored 
feelings of 14 women going through voluntary childlessness. Their study concluded
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that even after 20 years of iinfertility and childlessness, feelings of low self-esteem 
and isolation continued to emerge. This suggested that loss and grief associated with 
childlessness can be long lasting (Daniluk 2001).
On the other hand. Schooler and Norris (2002) and Brodzinsky and Pinderhughes 
(2002) postulate that many adoptive parents who have gone through fertility 
treatment continue to remember their loss and therefore continue to face problems 
with coping. Infertility is seen as an experience that is characterised by various losses 
(Greil, Slauson-Blevins and McQuillan 2010). For this reason, lifetime loss and grief 
have been linked with recurring thoughts of loss around a biological child who was 
desired but never born (Crawshaw and Belan 2010). Parallel to this, people living 
with HIV experience loss of health and when HIV results in losing fertility or the ability 
to conceive naturally, a further loss of social status is experienced (Harris 2011). Loss 
in social status is experienced because infertility is located in the constructs that 
biological parenthood is a necessity (Levy-Shiffef a/. 1991; Haslanger 2005).
It is important to understand that an HIV diagnosis in itself results in various stressors 
that are associated with significant changes in lifestyle (Covington and Burns 2006). 
For example, a need to comply with medical regimens, secrecy, social stigma and 
grief associated with maintaining this new lifestyle that requires emotional strength 
and the maintenance of physical health (Harris 2011). In that regard, PLWHIV may
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experience anticipated loss and grief if the loss of fertility ability is linked with a pre­
existing HIV diagnosis (Rodgers and Rose 2002). Anticipated grief is linked with the 
impending loss of natural child-bearing; the possibility of infertility arising from HIV 
diagnosis and the need to address HIV-related infertility in future family planning. As 
many infertile individuals, PLWHIV may well start grieving about their infertility well
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before the loss of infertility is confirmed medically (Harris 2011; Crawshaw and Balen 
2010).
In that regard, it is important to understand what this loss means in terms of men and 
women living with HIV. Gender constructs around parenthood and reproduction, 
suggest that men respond differently to loss and grief than women (Crawshaw and 
Belan 2010). For men, loss of infertility is associated with losing manhood and ego 
whilst women lose womanhood and nurturing (Greil, Slauson-Blevins and McQuillan 
2010). Men have been observed to internalise their feelings. Their grief is not always 
visible although they experience similar feelings of loss and grief when faced with 
infertility (Schofield and Beek 2005). According to Fakoya et al. (2008) HIV as a 
stigmatising illness forces many PLWHIV to address conflicting grief experiences in 
silence. Silent grief may be associated with multiple stressors or variables arising 
from a wider social context. These stressors may impact on their family lives.
Greil, Slauson-Blevins and McQuillan (2010) suggest that cultural labels and stigma 
result in infertile individuals feeling abnormal or less valuable within specific social 
contexts. Thus, loss of normality and exclusion become crises that cause distressful. 
Evidence suggests that cultural and familial expectations have encouraged some 
PLWHIV to sero-sort in order to form relationships with an HIV positive partner to 
enable them to have children (Wanyeze et al. 2011). Harris (2011) suggests that grief 
is experienced in various ways. Thus, as well as sero-sorting being seen as an 
alternative option for parenthood, it could be embedded within the grieving process 
among those struggling to deal with the loss of infertility. The process of grief is 
considered self-limited and contingent on individuals’ self-esteem, resilience and
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ability to seek alternative and safe coping mechanisms (Greil, Slauson-Blevins and 
McQuillan 2010).
Therefore, when alternative parenting options are unsuccessful, a repetitive sense of 
loss is experienced (Harris 2011). This may lead to sorrow, post-traumatic stress, 
depression and inability to create positive relationships (Crawshaw and Balen 2010). 
In that regard, understanding grief and emotional stability among those seeking to 
adopt is important because it helps the adoption assessment to understand whether 
they have addressed their loss and grief (Douglas and Philpot 2003). These 
experiences help to determine whether adoptive parents will manage to provide 
suitable and healthy adoptive parenting (Volgsten et al. 2010). Daniluk and Hertig- 
Mitchell (2003), indicate that individuals or couples who choose to adopt after 
unsuccessful infertility treatment see adoption as a way of reconstructing the idea of 
a family. Adoptive parenthood may not be the type of parenthood they inherently 
desired however, their engagement with meaning making processes enable those 
experiencing infertility loss to establish the meaning of adoption, adjust and shape a 
new life-world (Goldsworthy 2005). In that regard, the process of moving from 
infertility to adoption represents reconstruction of a new identity (Daniluk 2001; Logan 
2013).
It appears that re-construction of identity can be threatened by prolonged and 
recurring grief that arises from multi-dimensional stressors of infertility (Greil, 
Slauson-Blevins and McQuillan 2010). Thus, in terms of adoption, healthy grieving 
processes help individuals to question whether or not one could have been a “good” 
natural parent (Hertig-Mitchell 2003). Eventually, when they move on from grief to 
hopefulness, navigating through legitimate adoption helps to achieve the role of
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nurturing embedded within adoptive parenthood (Crawshaw and Belan 2010; Daniluk 
and Hertig-Mitchell 2003). Moreover, this increases a sense of real parenthood that 
mirrors the traditional families (Levy-Shiff et al. 1991; Wegar 2000).0n the other 
hand, the theory of loss and grief acknowledges that adoptive children also 
experience loss and grief through separation. It suggests that grief can manifest itself 
through children’s developmental stages and unpredictable behavioural changes 
(Fineran 2012).
Therefore, the process of loss and grief is two-fold in that both children and their 
adoptive parents learn to develop a sense of a new identity (Levy-Shiff et al. 1991; 
Haslanger 2005; Fineran 2012). For this reason, the assessment of adoptive parents 
is also constructed to understand whether loss and grief are addressed by the time of 
adoption under the best interests’ principles because an adoptive child has already 
experienced their own types of trauma (Brodzinsky and Pinderhughes 2002; Fineran 
2012).
2.7.2 Risk and resilience theory
The term resiliency is defined by Masten and Powell (2003) as a process of positive 
adaptation when responding to, or surviving threats, adversity or risk factors. In this 
study, this loss is associated with childlessness. The process of resilience calls for 
one to feel that they can cope through the process of challenging threatening life 
events (Masten and Powell 2003). Therefore, for PLWHIV experiencing 
childlessness, going through fertility treatment and subsequent adoption procedures 
represent the ability to cope through the various traumas of childlessness. According 
to Schofield and Beek (2005), resilience is important among long term foster carers 
or adopters as it implies resistance to risk. However, the process of overcoming risks
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and adversity is inherently linked to individuals coping mechanisms, self-belief and 
individual strengths. It is important for positive parenting within post infertility 
parenting, adoptive parenthood and for adopted children’s coping and attachment 
formation (Schofield and Beek 2005).
According to Benard (2004), those with stronger resilience uphold attributes and skills 
that will enable them to build relationships and develop positive attachments in future 
relationships. This involves ability to provide a sense of security, enhancing 
capabilities, building confidence, self-esteem and resilience. Schofield and Beek 
(2005) identify that post traumatic events and recurring risk factors are likely to affect 
individuals’ levels of resilience. This is linked with the loss and grief theory 
highlighting the risks of stress and depression. In that sense resilience is a fluid skill 
and dependent upon individual and diverse circumstances (Benard 2004). For this 
reason, resiliency for PLWHIV is to be considered in accordance with factors such as 
health stability, social support, autonomy, a sense of purpose, optimism and a sense 
of meaning applied to fertility treatment and adoption (Masten and Obradovic 2006).
On this basis, the risk and resilience theory (Masten and Obradovic 2006) provides a 
supplementary framework for understanding the different ways in which many 
PLWHIV balance risk factors and negative factors when they consider pursuing 
fertility and adoption after childlessness. The process of considering parenthood 
involves identifying risk factors such as horizontal and vertical transmission (Oswald 
2000), mental health challenges associated with infertility (Daniluk 2001), stigma and 
discrimination and enduring a long term illness (Rodgers and Rose 2002). Moreover, 
coping with illness involves a process of interaction between the individual and their 
environment in order to increase coping strategies. According to Rodgers and Rose
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(2002), many PLWHIV, become resilient with their illnesses particularly when they 
have increased hope towards achieving parenthood and enjoying a family life and 
when fear of death is overcome (Rodgers and Rose 2002). Thus, the notion of 
adaptive functioning in resilience suggests that PLWHIV may continue to exercise 
fluidity in their resilience when positive and risk factors confront their lifestyles.
Positive social networks have also been seen as important systems to increase
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resiliency when PLWHIV experience stigma and discrimination (Oswald 2000). 
Eeden-Moorefield (2007) suggests that PLWHIV often seek attention from various 
professionals, to increase their resiliency whether or not they are innately resilient. 
Thus, positive social networks or voluntary organisations increase levels of resilience 
(Haas 2002). In that sense, accessing support from charitable organisations when 
seeking fertility and adoption accordingly encouraged PLWHIV to display more 
adaptive functioning than those with minimal family, professional or social support 
Cicchetti (2010).
Issues emerging from the literature review
While there is a plethora of research examining fertility treatment in the presence of 
HIV, there is a scarce amount of literature specifically considering child adoption 
experiences or perceptions for PLWHIV. Very little research investigates the 
experiences of individuals accessing fertility treatments although it is emerging.
Evidently, PLWHIV encounter several challenges associated with accessing fertility 
treatment, and they remain vulnerable to stigma and discrimination in the adoption 
system. Access to fertility treatment and adoption represents resilience and post 
traumatic growth. However, there appears to be a lack of clarity about the real
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experiences of PLWHIV accessing adoption services, whether or not these 
experiences are related to their HIV status. Accordingly, it is clear that an exploration 
of these experiences may contribute towards developing new knowledge and thereby 
stimulate further research.
Research aim
Therefore, the aim of this study is to:
• Capture the experiences of seeking fertility treatment and adoption services 
among PLWHIV.
• Understand the subjective experiences of PLWHIV who have experiences of 
accessing and facilitating fertility and adoption services.
Research question
•  What are the experiences of accessing fertility treatment and adoption 
services among individuals and couples living with HIV who have sought 
support from HIV charity organisations during the process of pursuing 
parenthood?
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Chapter 3
3. METHODOLOGY AND METHODS
3.1 Introduction
This chapter discusses the methodology and methods utilised in this study. Firstly, 
the methodology and philosophical underpinnings will be covered in order to locate 
this study. The study design and the methods that were used to explore participants' 
accounts will be presented to provide clarity on how life stories were collected.
As this study is interested in exploring the experiences of PLWHIV accessing fertility 
and adoption, interpretive paradigms were employed to explore participants’ accounts 
of these experiences. Researching lived experiences assumes an ontological position 
that knowledge is gained by using inductive methodological approaches to explore 
the perceptions of human subjects, in order to understand individuals’ real feelings 
and experiences. This research was centred on participants’ experiences, 
experiences obtained by a participant-led approach (Flowers et al. 2006).
This study used interpretative phenomenological approaches (IPA), to remain as 
close as possible to the real experiences of participants, as perceived and interpreted 
by the participants themselves (Smith et al. 2009; Smith 2007). Therefore, 
systematic, qualitative methodical approaches were employed to explore and 
understand these complex human phenomena (Giorgi 1997). These approaches tap 
into subjective realities of human experiences as they are reported.
The use of I PA assisted the researcher to make sense of the participants’
understanding and perceptions of their own experiences. An iterative interpretative
approach was applied by reflecting on individual variants and shared meanings within
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participant experiences in order to identify patterns and claims in the context of HIV- 
related infertility treatment and adoption life stories (Larkin et al. 2006).
3.2 Philosophical underpinnings
Corbetta (2003) indicates that researchers need to understand the philosophical 
assumptions guiding their research. This enables them to obtain a deeper 
understanding of the research question, that is being investigated, and how to 
conduct the research. The choice of philosophical assumptions is grounded within 
either positivist or interpretivist paradigms, although in recent years some 
researchers have tended to adopt mixed approaches (Corbetta 2003). Assumptions 
about the nature of reality are also grounded in ontological assumptions associated 
with objectivism and subjectivism (Creswell 2003). Objectivism or positivism signifies 
the position in which social entities are external and independent from the 
phenomenon being researched, while subjectivism implies that the research 
participants are influenced by the social environment in which they live (Creswell 
2003 and Corbetta 2003).
Subjectivism alludes to realities that are socially constructed (Corbetta 2003).
Interpretivists therefore frame the understanding that interpretations of individual
realities are reliant on how each individual understands or perceives their own world
(Corbetta 2003; Flowers and Davis 2012). Perceptions in a socially constructed world
are likely to be relativist given that they rely on individual relationships in the context
of a particular social phenomenon. This involves a rejection of the view that any
perception is absolute. Therefore, the process of researching the lived experiences of
PLWHIV meant seeking to understand their motives, actions and interactions and
how they interpreted the experiences of pursuing fertility and adoption (Giorgi 1997;
Smith et al. 2009). People’s experiences of seeking parenthood within the social
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context of fertility treatment and child adoption services are constantly changing. This 
is due to the complexity of social interactions between service provision and changes 
in policy. Such experiences can be understood within a critical realist perspective on 
the assumption that life experiences can be fluid and subjective in the way they are 
perceived and experienced. Indeed, meaning making depends on individual beliefs 
and expectations that can be interpreted in various ways (Finaly 2008).
For this reason, the social constructivism was appropriate when examining meanings 
associated with the social world that is defined by the way fertility treatment and child 
adoption services are structured. Given that individual experiences are unique to 
one’s interpretation and meaning making, this standpoint placed this research clearly 
within the philosophy that there are multiple realities that can be investigated to 
create new knowledge.
Diagram 1 presented later in this chapter will show a synopsis of the paradigms and 
philosophical standpoints utilised in this study, and show how they are embedded.
3.3 Qualitative approach
Qualitative methods enable researchers to take an interactive approach to collect
specific detailed data that are intimately linked to a particular social phenomenon in a
unique broad context (Creswell 2003). Interpretive paradigm permits the researcher
to discuss detailed experiences that are closely linked to an “insider’s perspective”
(Smith 2010), and allows her to apply pre-conceptions as a tool for making sense of
the participants’ world. This paradigm acknowledges that human researchers are
incapable of being fully objective (Laverty 2003) when they are exposed to the
experiences of the participants under investigation (Creswell 2003). For the purposes
of understanding the experiences of PLWHIV to pursue fertility treatment and
adoption, it was crucial to explore the perceptions and experiences of participants
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using qualitative exploratory methods. This is because quantitative methods can be 
numeric in nature thus unsuitable for providing profound understanding of individuals’ 
specific experiences (Denzin and Lincoln 2000). In that sense, this study argues that 
statistics do not accurately explore the importance of individual life experiences and 
how certain events or constructs build those experiences.
3.3.1 Ethnography and participànt observations
Ethnographic studies stem from the school of anthropology, which is particularly 
interested in investigating how people live their lives. Participant observation research 
involves the researcher being part and parcel of the social reality that they study. This 
allows the researcher to become intensely involved within the natural social setting,
( allowing them to study participants’ actions and practices whilst sharing their social 
circumstances through observing and interacting with the subject being researched 
(Hammersley and Atkinson and Gonet 2013).
According to Corbetta (2003), eliciting true awareness of participants’ daily lives is 
only possible if researchers step into their field in order to live like and with the 
subjects under investigation. Whilst participant observations can be located within the 
interpretative paradigms, they are usually used for ethnographic research exploring 
cultures within small societies (Corbetta 2003). With this regard, when exploring 
experiences of accessing fertility and adoption services, HIV and infertility issues are 
sensitive health issues that an ethnographic approach is likely to threaten HIV 
confidentiality. Given concerns around stigma, exploring experiences of accessing 
services using this approach may cause some PLWHIV to feel uneasy about the 
process of addressing HIV-related-infertility issues in the presence of a researcher.
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Moreover, this approach does not provide deeper exploration of subjective 
experiences and perceptions as intended by the research question.
3.322 Field research
This approach is highly related to participant observation in that it requires the 
researcher to be involved in and participate in the world o f the subjects being 
investigated, in order to gather qualitative data from the natural situation in which the 
research phenomenon is grounded (Corbetta 2003). This approach was not 
considered appropriate because of its focus on observing how people live their lives. 
Similarly, discourse analysis is another method that has been applied in other studies 
to investigate and understand interfaces between patients and health care providers 
in order to understand the use of language and interactions and create meaning 
(Traynor 2003). Again, this would not have been à suitable approach given the 
sensitivity and confidentiality of HIV and infertility. Similar to ethnographic 
approaches, field research would not allow participants to provide rich personal 
accounts of how they, made sense of their experiences during the pursuit of 
parenthood and the use of fertility and adoption services. Further, these approaches 
do not necessarily link to language used by PLWHIV and how it underlies their 
thoughts and ideas (Smith et o/. 1999).
3.3.3 Grounded theory
Grounded theory is an iterative research approach focusing on generating theory 
from qualitative data and formulating interventions within the social phenomenon 
studied (Corbetta 2003). This methodology has greater connections with positivist 
experimental paradigms, although it is a different way of understanding the social 
world than quantitative research. This approach relies on data that are gathered and
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analysed systematically, allowing the researcher to generate questions and leading to 
the development of a theory (Hammersley; Atkinson and Gonet 2007).
As this research was seeking to explore lived experiences rather than generate 
theory, this methodology was therefore deemed inappropriate. Data collection for this 
study required privacy and a highly sensitive approach in order to prevent emotional 
distress. Grounded theory would have been impossible to use in this context, 
because revisiting the experience of HIV-related infertility could have been 
emotionally damaging to some of the participants who may have gone through 
difficult times. Revisiting these issues would have caused additional emotional strain 
for the participants.
3.4 Interpretative research paradigm
3.4.1 Background
Within interpretivism, the aim is to understand the experiences of those who live in a 
complex world (Racher and Robinson 2002). This paradigm assumes that there is no 
such thing as objective reality (Laverty 2003). However, numerous subjective realities 
are constructed from human experiences. Interpretivism assumes that multiple 
interpretations can be made, and as these realities are deemed to be social and 
experiential they can be studied. Interpretivism therefore adopts the philosophy that 
knowledge among cultures, societies and individuals is socially constructed (Racher 
and Robinson 2002). However, I PA espouses that the life-worlds of participants 
studied, are not only based on linguistic communication but also through creative 
reflexivity and sense-making of intersubjective experiences based on activities 
experienced in their social worlds. In that way a sense of self and understanding of 
their social world is developed (Eatough and Smith 2008).
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Thus, in order to understand the world, interacting with individuals within their social 
contexts allows the researcher to interpret and construct meanings for the 
phenomenon under investigation (Racher and Robinson 2002). In this study, the 
construction of knowledge will be obtained by interacting with participants (Laverty 
2003). From this premise, experiences can be understood by the researcher’s own 
ability to explore issues around accessing HIV-related infertility and adoption 
services, interacting with individuals from diverse cultural backgrounds who are living 
through uncertain and complex situations in order to paint a picture about their lived 
experiences.
3.4.2 Phenomenology: Edmund Husserl
The philosophical framework proposed for this study is phenomenology. The founder 
of the phenomenological approach, Edmund Husserl (1983), introduced this 
philosophical standpoint as an alternative to scientific methods (Racher and 
Robinson 2002; Laverty 2003). The underpinning argument for phenomenology is 
that human experiences cannot be understood using scientific experimental methods. 
Phenomenology places its focus on understanding the world and how human beings 
consciously experience and perceive certain phenomena in everyday life (Moustakas 
1994).
Importantly, phenomenology posits that there is deeper meaning that can be drawn 
from human experience by applying concepts that understand issues grounded in 
real experience. Therefore, according to Ashworth (1996), Husserl places emphasis 
on studying phenomena that are related to lived reality. Knowledge can be gained 
from understanding day-to-day human experiences (Racher and Robinson 2002; 
Laverty 2003). This understanding can only be gained by understanding personal 
perspectives (Laverty 2003). Therefore, phenomenology relies on first-hand individual
79
descriptions of experiences as the source of meaning and knowledge (Racher and 
Robinson 2002).
By seeking deeper understanding and penetrating reality (Laverty 2003), Husserl 
encapsulates concreteness and certainty about experiences that are attached to and 
inseparable from an individual, according to Racher and Robinson (2002) and 
Laverty (2003). Objects and subjects are inseparable from their experience, and 
these create reality (Husserl 1983). This phenomenological approach postulates that 
the creation of experience and meaning relies on the perceiver’s psychological 
orientation, which is aligned with their desires, wishes, judgements, emotions, and 
intentions. This paradigm is therefore sometimes referred to as the ‘phenomenology 
of intentionality’ (Husserl 1983).
Husserl’s phenomenology appears to suggest that, in order to understand the reality 
and knowledge brought to light through conscious awareness and face-to-face 
interaction, the researcher should engage in a process of bracketing out the external 
world through reduction or a transcendental approach (Moustakas 1994; Racher and 
Robinson 2002; Laverty 2003). As such, any individual biases that relate to the 
phenomenon being studied must be set aside in order to prevent bias. This process 
is considered helpful in achieving a successful understanding and analysis of 
people’s experiences (Laverty 2003).
Researchers following Husserl’s phenomenology (Moustakas 1994; Giorgi 2008)
suggest that this is achieved through a process of suspending individual values,
beliefs, judgements, stereotypical views and pre-conceived opinions relating to the
phenomena being investigated. This is suggested in order to prevent a dilution of the
reality presented in the participants’ views under investigation (Laverty 2003; Giorgi
2008). Taking a neutral and open position as the researcher (Giorgi 1994; Ashworth
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1996; Racher and Robinson 2002) is considered valuable in improving the quality of 
this phenomenological approach. As such, any constructed interpretations about 
individual perceptions will be based on the purity of the individual views relayed, 
assuming that such purity could be achieved, given the variations in the way reality is 
constructed.
3.4.3 Phenomenology: Martin Heidegger
Martin Heidegger’s phenomenological approach (Heidegger 1927/1962) follows from 
Husserl’s position and seeks to understand the “meaning of being” (Carman 2008). 
Heidegger posits that being in the world dictates that the world and the individuals 
living in it are bound in unity, so that understanding people’s experiences will require 
making sense of the world in which they exist in order to understand the true reality 
(Heidegger 1927/1962; Carman 2008). Husserl’s and Heidegger’s approaches are 
significantly different in their exploration of lived experience and how it is perceived in 
everyday life (Ashworth 1996; Racher and Robinson 2002). Heidegger was interested 
in philosophical hermeneutics and in exploring the situated meaning of humans in the 
world, arguing that consciousness manifests itself by the fact that it discloses the 
history of experiences that have been lived (Moustakas 1994; Laverty 2003; Smith 
and Eatough 2007). In that sense, he suggests that people are situated in a world 
where they are associated with that world’s social, historical and cultural contexts, 
which can be impossible to separate (Smith et al. 2009).
The hermeneutic approach gives priority to new phenomena which may be at odds
with one’s own preconceived views (Heidegger 1927/1962; Carman 2008).
Heidegger proposed that in order to understand the lived experiences of a
phenomenon being studied, it is important to acknowledge and encounter reference
to one’s own background understanding. This stems from the ideology that meaning
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is constructed by the world and our background and experiences (Smith and Eatough 
2007; Langdridge 2007). From this premise, hermeneutics follow the view that, it is 
important to consider informative and unimportant details experienced by individuals
f  .
i ■
because they can also become significant features in the lives of individuals. This 
consideration will enable the researcher to obtain the simplest Content and 
understand the holistic meaning of their lived experiences (Wilson and Hutchinson 
1991; Laverty 2003). Therefore, any kind of bracketing is impossible given the 
argument that, the human body is connected to the sense of self, its surroundings, 
the environment and relationships, and therefore the social world can easily be 
influential on the research process (Smith and Osborn 2007; Smith and Eatough 
2007). As such, Heidegger proposes managing one’s preconceptions through a 
process of reflexivity (Smith et al. 2009).
Reflection, critical self-reflection and acknowledging subjectivity are central factors in 
hermeneutic phenomenology (Smith and Osborn 2007) and imbedded in this 
research, to facilitate the accountability of preconceived assumptions, beliefs and 
minimise bias (Laverty 2003). These factors are useful in applying an intersubjective 
realm to understanding life experiences through interpretation and meaning making 
(Reid et al. 2005; Smith et al. 2009). Thus, a hermeneutic phenomenological 
approach was chosen to explore how participants make sense of their experiences, 
so that researchers can interpret and provide meaning to their interpretations (Smith 
and Osborn 2003).
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Diagram 1: Paradigms underpinning the study (adapted from Corbetta 2003)
Socially constructed 
subjective multiple 
truths
Ontology -  Interpretivism
Epistemology -  Subjectivism Subjective -  
meanings,
motivations, detailed 
stories. Reality is 
behind the views of 
participants and 
meaning is 
interpreted by the 
researcher
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3.5 Interpretative phenomenological analysis (IPA)
Specifically, this research followed the hermeneutic interpretive phenomenological
approach, which emphasises the importance of interpreting an individual’s
experiences as well as the language they use (Smith 2004). This approach enabled
the researcher to construct meanings derived from the interpretive interaction
between the researcher and the participants (Smith 2004; Laverty 2003). I PA
facilitated an understanding of how participants made sense of their world and their
experiences. Interpretive phenomenology allows researchers to use their own
knowledge of the phenomena being studied to enable them to explore any possible
gaps during data collection (Smith and Osborn 2003). I PA does not require the
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generation of a hypothesis, although it is interested in unpicking meaning from a 
broad research question (Smith and Eatough 2007). It accepts the use of small 
samples to gain a deeper understanding of rich in-depth data interpreted through a 
dynamic reflective interview style (Smith and Osborn 2003; Smith and Eatough 2007; 
Flowers et al. 2006).
However, I PA has been criticised for using small samples, although Smith and 
Osborn (2003) are not prescriptive about sample sizes. They recommend that small 
sample sizes are desirable to allow a comprehensive interpretation of potentially 
subtle articulations, which may be lost when large sample are employed (Brocki and 
Wearden 2006; Smith 2007). The paradigm concentrates on depth and delicate 
management of the context reported in participants’ stories (Yardley 2000). I PA 
places great emphasis on interpreting how people make sense of their world (Smith 
and Eatough 2007). Significant focus is placed on the meaning of these experiences 
as elucidated by the researcher via a process of examining individual experiences to 
understand how the reality of their experiences evolved (Smith and Osborn 2008).
I PA involves a process of double hermeneutics that was initially expounded by the 
philosopher Anthony Giddens (Smith and Osborn 2008). This process of double 
hermeneutics is aligned with the research practice involving participants “trying to 
make sense of their world then the researcher trying to make sense of participants 
efforts of trying to make sense of their world” (Smith and Osborn 2008 p.53). In I PA, 
the researcher is the tool for interpretation by virtue of being curious, exploring, 
questioning, interpreting and understanding participants’ and experiences. Data 
collection is participant-led and the analytic process is data driven. Through the use 
of interrogative approaches to carry out a rigorous examination of ideographic cases
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(individual interviews), the researcher using the process of reflexivity, seeks to 
construct assumptions and create themes (Smith and Eatough 2007; Reid et al. 
2005; Flowers et a/. 2006). Moreover, undertaking a cross-case analysis should help 
the researcher to locate divergence and convergence permitting the process of 
creating shared understanding through a holistic analysis of participant experiences. 
These procedures thus allow uncovering of unique data located in participants’ 
accounts of their experiences without losing important aspects of their experiences 
unfolded within ideographic analysis (Flowers et al. 2006; Larkin et al. 2008).
This study is about understanding how the journey of pursuing parenthood via fertility 
and adoption has been experienced by participants individually and collectively. 
Smith and Osborn (2008) locate their work in the psychology school of thought; 
accordingly they propose that sense-making should be connected with a cognitive 
understanding of the mental processes presented when participants verbally report 
their experiences, their thoughts and emotional states (Smith 2004). As such, being a 
social worker myself, I undertook this research with a conscious awareness and a 
depth of intuitive knowledge and experiences derived from my own practice working 
with adults living with HIV and children affected by HIV.
HIV, infertility and pursuance of parenthood are considered as of significant in the life 
of PLWHIV because these issues can transform individuals’ lives and bring about 
change in light of the likelihood of parenting post HIV (Eatough and Smith 2008). With 
this regard, it is argued that PLWHIV going through these issues are likely to 
cognitively reflect on their experiences and consider making meaning around their 
identity as infertile and around their efforts to address infertility in order to become 
parents. It is therefore these subtle and substantial issues that I PA intends to unpick
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in ideographic and cross-case analysis looking at experiences of seeking safe 
parenting options. Thus, given my involvement with the HIV setting, reflexivity was a 
central part of the analytical process (Moustakas 1994; Laverty 2003; Smith 2004) for 
the methods associated with this phenomenological study. Any tacit knowledge and 
professional or personal experiences (Racher and Robinson 2002) associated with 
the phenomenon being studied were useful in helping me to construct meaning within 
this research. Nonetheless, in order to promote the trustworthiness and credibility of 
this research, it was important to separate my own reflections, knowledge and beliefs 
during the interpretation of the data. This promoted openness and the elimination of 
any potential biases.
3.6 Rationale for choosing Interpretative Phenomenology
In the light of IPA's use of broad research questions, the research question for this 
study was:
• What are the experiences of accessing fertility treatment and adoption 
services among individuals and couples living with HIV who have sought 
support from HIV charity organisations during the process of pursuing 
parenthood?
Interpretative phenomenological analysis was considered the most appropriate
approach for investigating the experiences of PLWHIV as they utilise fertility and
adoption services. According to Smith (2004) and Smith and Osborn (2008),
hermeneutic phenomenology is an appropriate method to explore sensitive subjects
as it allows faithful disclosure aimed at meaningful recollection when others share the
nature of their experiences. Whilst it has been argued that I PA studies may be limited
to analysing selective accounts of experiences relayed within the limitations of
cultural language used by participants, however, this approach allows elucidation,
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interpretation and making sense of individuals’ and couples’ real feelings and 
experiences (Laverty 2003; Smith 2004; Flowers et al. 2006). A quantitative approach 
from a constructivist perspective would have restricted the in-depth and iterative 
exploration of participants’ sense-making and understanding the lived experiences in 
the context of HIV (Eatough and Smith 2008).
This is because the I PA interactive process utilised in this study enabled participants 
to discuss their experiences. These experiences were considered to exist primarily in 
their subconscious minds and were brought to conscious awareness through 
interaction with the researcher (Yardley 2000; Flowers et al. 2006; Smith 2004; Smith 
and Osborn 2008). Thus, it enabled participants’ realities to be understood in a way 
that might not be achieved through quantitative methods.
I PA was appropriate for exploring the fundamental psychosocial impact that HIV and 
HIV-related infertility have on individuals (Brocki and Wearden 2007). This is because 
of its ability to tease out factors such as what and how it is like to experience a 
particular phenomenon when trying to understand one’s social or life-world by 
exploring the real experience, emotions, mechanisms and cognitive aspects around 
seeking fertility and adoption services and how these re-constructed identities and 
meaning making among PLWHIV (Eatough and Smith 2008). Bracketing would have 
been impractical, given the researcher’s breadth of practice and knowledge in the 
area of HIV. Reflexivity was therefore the most appropriate method of managing pre­
existing knowledge about the phenomenon under investigation.
3.7 Social constructivism as a iens to data interpretation
Given that I PA allows the researcher to capture participants’ rich experiences using 
interpretive flexibility whilst drawing upon the ontological foundations of social
87
constructivism (Larkin, Watts and Clifton 2006), the social constructivism lens was 
applied to frame the interpretation of participants’ experiences (Braun and Clarke 
2006). Berger and Luckman (1966), argue that reality is socially constructed and 
these views are already highlighted within the philosophical underpinning to this 
study. Creating new knowledge in respect of participants’ reality of infertility required 
the researcher to understand fertility and adoption as socially constructed concepts. 
Therefore, applying the social constructivism lens to the analysis and interpretation of 
data enabled the illustration of how the environment interacts with social issues and 
how these interactions influenced participants’ interpretation of their life-worlds.
The literature review already established that infertility and HIV-related infertility are 
influenced by factors such as societal norms, cultures, values and beliefs. It is also 
noted that medical opinions offer various explanations to the construction of how the 
reality of infertility or childlessness is perceived. These ideas contribute towards the 
view that, whatever factors influence infertility or childlessness among PLWHIV; their 
experiences of infertility or childlessness are socially constructed. However, this 
argument can be confirmed through research as suggested by Berger and Luckman 
(1996). Thus, social constructivism enabled the researcher to contextualise the 
constructs of culture; environments; health; well-being; identity, discourse, family and 
parenthood through the process of meaning-making (Braun and Clarke 2006). 
Furthermore, the pursuance of fertility treatment and adoption were therefore seen as 
actions also driven by social, historical, cultural and political constructs (Goldberg, 
Downing and Richardson 2009). Thus, making sense of participant relationships 
required illuminating challenges such as power imbalances, control and various 
discourses around infertility, fertility treatment and adoption affecting the creation of a 
new identity (De Lacey 2002).
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From that perspective, fertility treatment and adoption are seen as interventions that 
are not influenced by a single platform. Although fertility treatment is dominated by 
the medical model, personal, social and political influences shape how it is accessed 
(Greil et al. 2011). Predominantly, access to treatment is driven by the desire for a 
biological or blogenetic child (Miall 1996; Shiloh 1991). However, treatment can be 
difficult to access because fertility treatment is constructed within structures of control 
and power imbalances. On the other hand, adoption is constructed to enable 
parenthood in the absence of genetic ties; it is influenced by consideration of the 
needs of a child, its parents, childless individual or couple whilst located within 
controls of social services and the court procedures (Miall 1996; Shiloh 1991; 
Goldberg, Downing and Richardson 2009).
Taking those views into account, revealing the reality of fertility, fertility treatment and 
adoption implied remaining true to participants’ voices, their real experiences and 
how they engaged with that phenomenon (Larkin, Watts and Clifton 2006). Thus, 
active reflection on pre-existing discourses and ideographic analysis provided new 
insight to the phenomenon studied. Multiple realities that existed in the context of 
each individual’s life-world emerged. Thus, the emergence of what participants 
interpret as their reality was considered as a process of intellectual construction that 
was influenced by the nature of their individual experiences which were essentially 
influenced by fertility, adoption and parenthood (Larkin, Watts and Clifton 2006).
3.8 Methods
The objective of the present study was to identify and understand the experiences of 
individuals and couples living with HIV looking at achieving parenthood via child 
adoption and fertility treatment services using I PA.
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3.8.1 Inclusion criteria
The study’s inclusion criteria followed recommendations by Smith and Osborn (2008) 
to use a homogenous sample. The sample consisted of individuals or couples 
affected by HIV where one or both were infected with HIV and who had experiences 
of accessing child adoption and/or fertility treatment. The following inclusion criteria 
were applied:
heterosexual and homosexual individuals or couples where one or both 
partners had HIV
those receiving active treatment and antiretroviral therapy
those not receiving treatment because they had stable viral loads and did not 
require treatment
participants at the reproductive age of 21 years and above
those considering having children using fertility treatment
those who had been unsuccessful or who had successfully become parents 
using fertility treatments
those in the process of adopting children
those who had failed to adopt or who were successful adoptive parents
those who had accessed either fertility or adoption services within a minimum 
period of two months
3.8.2 Exclusion criteria
Excluded were:
• those living with HIV who had not considered adoption
• those living with HIV who did not want to have children
• those who had not considered fertility treatment
• those who had not accessed fertility or adoption services for a period longer 
than two months
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• foster carers who had not considered adoption. Within this study, fostering is 
considered a temporary means of parenting, and such carers were excluded
• those over the age of 40 years
• those below the age of 21 who may be considering either fertility and adoption 
services
• those who had considered/were considering private adoption (outside the 
current legal system)
• those with no English conversational skills, due to the lack of funding for 
translation services
3.8.3 Sample size
The goal of the study was to understand the experiences of PLWHIV and interpret 
them using case-by-case analysis (Smith and Osborn 2007). A small sample was 
appropriate for this study (Smith and Osborn 2007; Brocki and Wearden 2007) to 
enable in-depth interviews and detailed analysis. Eleven participants who had 
experienced fertility and adoption services and who had accessed support from HIV 
charities were recruited. Participants included couples and single individuals. 
According to individual cases, the participants had used either one or both services. 
All participants were purposively recruited to provide adequate contextual data as 
required by the nature of the research (Smith 2004; Brocki and Wearden 2007). 
Sampling was consistent with recommendations for I PA studies (Smith 2004) and the 
resulting data were richly informative about experiences of PLWHIV.
3.8.4 Description of participants
Table 1 presents detailed demographic information about participants who took part 
in this study. Pseudonyms are used to maintain anonymity. All the participants, who 
included heterosexual or homosexual individuals and couples in sero-discordant and
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sero-concordant relationships, had experience of accessing fertility treatment or child 
adoption services Or both.
Table 1: Summary of participants and outcome of parenting option sought
ParticlDant Pseudonyms Demoaraohic Option Outcome
Interviewee 1 Gary (White) Single
homosexual man
Adoption only Unsuccessful
Interviewee 2 Hillary (White) 
Marius (White)
Heterosexual 
couple (male +)
Fertility
treatment then 
adoption
Successful
Interviewee 3 Alan (White) Single
homosexual man
Adoption only Successful
Interviewee 4 Jenny (White) 
Dean (White)
Heterosexual 
couple (male+)
Adoption only Successful
Interviewee 5 Angie (42 yr old 
Black African 
and White)
Heterosexual
female
Fertility
treatment
Unsuccessful
Interviewee 6 Kelsea (Black 
African)
Trev (Black 
African)
Heterosexual 
couple (male +)
Fertility
treatment
Successful
Interviewee 7 Malvern (Black 
African)
Heterosexual 
Male (both +)
Fertility
treatment
Unsuccessful
Interviewee 8 Rean (Black 
African)
Heterosexual 
male (female +)
Fertility
treatment
Unsuccessful
Interviewee 9 Leanne (Asian) Heterosexual 
female (male +)
Fertility
treatment
Unsuccessful
Interviewee 10 Gabriella
(White)
Bred (White)
Heterosexual 
couple (both+)
Adoption only Successful,
international
adoption.
Interviewee 11 Trisha (Black 
African)
SOyrs old
Heterosexual 
female (both +)
Fertility
treatment
Successful
White or Black African relate to ethnic backgrounds 
+ Symbol denotes HIV positive status
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Those with experience of fertility treatment had undergone sperm wash, IVF or lUI. 
While participants had been successful in conceiving or adopting children, others had 
been unsuccessful and continued to pursue alternative options. In cases where 
participants had adopted children from abroad following unsuccessful UK adoption 
attempts, only their experiences related to UK services were explored. In some 
instances self-insemination had been attempted, but fertility treatment and adoption 
experiences remained the primary focus.
It should be noted that although eleven interviews were conducted, life stories were 
recounted by a total of fifteen participants when data was collected through joint 
couple interviews and if elements of their experiences are considered separately. 
Given that the accounts were not individually reported, couples were considered to 
be supportive of each other and therefore the information they provided was regarded 
as supplementary to data obtained within one interview. The researcher was aware of 
relationship dynamics, and appropriate techniques were used to seek detailed 
accounts during the reflective interview process to ensure that all dimensions of 
experiences between couples were gathered.
3.9 Ethical issues
3.9.1 Ethics approval
Ethical approval was sought from and granted by the University of Surrey Ethics
Committee (see appendix 3), and the study was supported by the Terrence Higgins
Trust (THT) (see appendix 4). The THT does not have an independent ethics
committee, and ethics approval and feedback from the University of Surrey Ethics
Committee were shared with the organisation to ensure that research guidelines were
fully adhered to during the process of this research. This research did not recruit
participants from the National Health Service agencies because of the intention to
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obtain experiences from PLWHIV in the community receiving community-based 
support through charity organisations.
3.9.2 Beneficence
The research had no outcome disadvantages for those who participated. Despite the 
fact that the study will not benefit the participants directly, their participation would 
hopefully produce information that would help greater understanding of their plights 
and therefore inform future policy decisions and practice for future PLWHIV. It was 
acknowledged that HIV and related infertility and the desire to have children are all 
sensitive issues that are likely to be distressing for participants. Therefore sensitivity 
was assured throughout the interviews. Participants determined the time and venue 
that was most convenient for them to take part in the study, to ensure they were 
comfortable and emotionally prepared to participate.
■ r
3.9.3 Non~maieficence
Participants were provided with information and written consent was obtained prior to 
commencing the research (Hardwicke 2001). Careful assessments of capacity were 
balanced with the risks and benefits of participating in the study (Dhai and Noble
2005). The research was deemed to be of greater benefit than risk to the participants’ 
health (Hardwicke 2001). Reassurance was given about the protection of identities 
and the importance of confidentiality (Dhai and Noble 2005).
Emotional intelligence was applied throughout the research (Hardwicke 2001; Dhai 
and Noble 2005). Justification of the importance of the research and the 
appropriateness of the questions were ensured to prevent participants feeling 
harassed (Dhai and Noble 2005; Hardwicke 2001). Participants were granted
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autonomy in their choices to share or withhold any views (Dhai and Noble 2005). The 
Terrence Higgins Trust (THT) provided supportive counselling participants if required.
A risk assessment was undertaken and a risk management strategy was put in place 
to ensure the safety of participants and the researcher (see appendix 6). The 
researcher also complied with the Terrence Higgins Trust Personal Safety Policy and 
Procedures and the University of Surrey lone working procedures, in order to 
maintain safety for the researcher and participants (see appendix 6). Ultimately, the 
risk to participants and the researcher were assessed as minimal (see protocol cover 
sheet and THT safety policy attached), and risks were managed accordingly during 
the research.
3.10 Recruitment
I PA uses purposive sampling techniques limited to those willing to participate in the 
study (Smith and Osborn 2003). This was a suitable sampling method as the study 
explored diverse unique individual experiences (Smith et al. 2009) from participants 
who were able to provide contextual perspectives Jinked to the research question. 
Given the sensitivity of the issues around HIV, infertility and adoption, participants 
were recruited based on their willingness to discuss sensitive matters surrounding 
HIV and suitable parenting options (Smith and Osborn 2003). Participants were not 
coerced into taking part.
This study was advertised across the United Kingdom to HIV charitable organisations 
and professionals offering support to PLWHIV, and to participants receiving support 
directly from the THT. The THT created an advertisement bulletin which was placed 
on the THT website and published in the Positive Nation magazine. The THT is a
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non-profit organisation which values the confidentiality of individuals utilising their 
service. The THT website contains a MY HIV discussion board which is highly 
confidential, only available to PLWHIV and not accessible to non-users or those 
whose status is unknown. This facility was utilised to ensure that patient 
confidentiality was maintained when participants expressed interest in taking part in 
this study.
In order to maintain the confidentiality of users of MY HIV who were not interested in 
this research, the researcher did not have direct access to the website. Specialist 
support staff within the THT accessed the site and provided further information or 
support relating to this study. Additional advertisements were placed in HIV 
magazines in order to broaden the geographical target area. Enquiries were made 
through the confidential THT helpline or anonymously directly to the researcher. The 
diagram below indicates the advertisement and recruitment process for the research.
To broaden recruitment further, email communication, telephone contact and the use 
of advertisement blogs were used to contact numerous charity organisations in the 
UK. The research mainly relied on referrals and contacts. The African Eye, a 
charitable organisation supporting PLWHIV from African communities broadened 
recruitment within African communities. Attending conferences and sharing this 
research with various charity organisations was also useful in recruiting participants 
from different organisations. Participants known to the researcher were not recruited 
for ethical reasons and to avoid data contamination. The majority of participants were 
recruited from different parts of the UK, although many were located in London and 
surrounding areas. All potential participants were sent the participant information 
sheet (see appendix 8 and 9). If they preferred telephone interviews, they received a
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debrief discussion to inform them about the purpose of the research before taking 
part.
Talking about HIV and infertility had the potential to remind participants about 
sensitive experiences with their HIV diagnosis as well as associated infertility 
difficulties. Furthermore, discussing issues around accessing fertility treatment or 
adoption services was also likely to cause distress. It was evident in some interviews 
that feelings of anger, low mood, frustration, distressing recollections and negativity 
were associated with current resources and services for those with HIV who are 
seeking parenthood. The researcher used empathy and clinical social work skills to 
manage distressing memories during the interviews. Post-interview support was 
available from the THT helpline, which provided counselling for those requiring 
emotional and therapeutic support after taking part in the study. All participants were 
reassured that they were able to withdraw from the research at any point if it should 
become emotionally challenging.
3.10.1 Snowballing
A snowball sampling method (Corbetta 2003) was used to recruit participants who 
were referred to the study by those who had already participated. This sampling 
technique was appropriate because the research was recruiting from a hard-to-reach 
population. Abrams (2010) indicates that the importance of speaking with 
gatekeepers and professional networks in the field of research can reduce barriers in 
recruiting participants especially in areas where gatekeeping can be problematic. 
Combining purposive and snowball sampling (Magnani et al. 2005) through the use of 
professionals enabled HIV charities and co-working agencies to provide information 
about this research to others working with PLWHIV or to encourage PLWHIV to
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consider taking part in the study. All participants thus made voluntary decisions to 
take part in the study.
Diagram 2: Research Promotion Map
staff/ 
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other
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3.10.2 Rationale for recruiting from charity organisations
Existing literature that explored facilities providing fertility treatment was undertaken 
in hospital and fertility clinic settings (Newmeyer et al. 2011; Peak et al. 2012). These 
studies recruited their participants through fertility clinics offering HIV assisted 
reproductive techniques. Contrary to these studies, this research is interested in 
exploring the views of participants who are connected to HIV charities with the view 
to consider a different perspective of participants who felt the need to receive support 
from HIV charitable organisations.
This independent research sought to reassure participants about the anonymity of
PLWHIV who may well have wished to express genuine views regarding the services
98
they received. This enabled PLWHIV to openly discuss their experiences without 
feeling anxious about whether taking part in this research would result in stigma; 
discrimination or that it would affect the outcome of their adoption assessments for 
example.
The sample size was not achieved within the timescales of the recruitment phase due 
to the limited response rate arising from the recruitment hub. In addition to this, 
significant levels of gate-keeping presented by some charity organisations were 
difficult to break through.
3.11 Data collection process and study setting
Some interviews were conducted at the THT in London. An interview room was 
allocated for those willing to take part in the study. Participants were interviewed in a 
comfortable confidential environment designed for HIV support services. Interview 
rooms were situated in private areas to ensure that participants did not feel anxious 
about protecting their identities. However, in order to protect anonymity, some 
interviews were carried out in the community in a confidential venue chosen by the 
participant, and others by telephone if required. Interviews with professionals took 
place in their offices. Eight face-to-face interviews and three telephone interviews 
were conducted with participants.
The interviews lasted between 60 and 90 minutes in order to ensure sufficient time 
for in-depth exploration and story-telling (Smith and Osborn 2008). To maintain 
confidentiality, a tape recorder was only used with participants’ consent, and with the 
agreement that recordings would be kept confidential and destroyed immediately 
after transcribing and verification. Four participants refused to allow tape-recording,
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although they did allow note-taking. Withholding permission for tape recording was 
mainly associated with protecting their identity and a fear of their experiences being 
linked with their voices, as opposed to their experiences being shared and used for 
the benefits of others or to influence knowledge and practice.
Field notes were recorded with consent in the absence of tape-recording. One 
participant did not consent to note-taking during the interview, and therefore post­
interview notes were completed immediately after the interview when events were 
fresh in the researcher's memory (Wolcott 1994). The researcher acknowledges that 
note-taking may not be as robust as verbatim transcribed tape-recorded interviews. 
Nevertheless, qualitative data can be selective when presenting data that is plausible 
to answer the research question (Brocki and Wearden 2007; Eatough and Smith 
2008). In this instance, note-taking constituted an interpretative process during the 
interview stage, allowing the researcher to obtain selective interpretative experiences 
related to the research question (Smith and Osborn 2003; Smith 2004).
3.12 Semi-structured in-depth interviews
Semi-structured, in-depth interviews were utilised as the most appropriate tools for 
this research because of their flexibility and ability to tap into detailed accounts (Smith 
and Osborn 2003). In-depth interviews enabled conversations between the 
researcher and the participant (Minichiello et al. 1995). An interview guide was used 
to focus on participants’ experiences and perceptions of their own engagement with 
adoption and fertility treatment processes. Participants were valued as experts in 
their own experiences, and they spoke freely about their own world (Smith and 
Osborn 2003). Probing and seeking clarity were techniques used to facilitate an in- 
depth understanding of the participants’ interpretations (Smith and Osborn 2003),
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thought processes, feelings, and motivations within the fertility and adoption 
processes (Minichiello ef a/. 1995).
3.13 Interview guide
Within the phenomenological perspective, interview dialogues are recommended as a 
form of interaction in their own right (Moustakas 1994; Smith and Osborn 2003). 
Although an interview schedule (see appendix 11) was prepared to avoid the neglect 
of important experiences, a conversational dialogue with prompts was preferred to 
ensure confidence, rapport and sensitivity during interviewing sessions (Smith and 
Osborn 2003). The researcher memorised the topic areas associated with the 
research question and used a relaxed approach to ensure flexibility during interviews.
Smith and Osborn (2003) postulate that it is acceptable for the interviewer to move 
away from the interview schedule provided they are following avenues valuable for
the research. This approach allowed participants to speak openly without feeling
\
pressured (Smith et al. 2009). It also enabled the researcher to maintain reflexivity 
(Flowers et al. 2011) without being influenced by previous interviews or pre-existing 
ideas (Brocki and Wearden 2007; Smith and Eatough 2007). Consequently, individual 
interviewees were able to speak openly in the areas where they felt the most 
passionate and able to articulate their own understanding of their experiences.
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Chapter 4
4. DATA ANALYSIS
4.1 Analysis of participant interviews
The I PA framework for analysis (Smith et al. 2009) was used to aid the understanding 
and sense-making of participant narratives (Smith 2009; Brocki and Wearden 2007). 
Generally, I PA proposes a staged and cyclical procedure (Hunt and Smith 2004). 
Smith (2004) allows the adaptation and development of I PA analysis in a manner that 
helps the researcher to complete a robust analysis. The I PA framework proposes 
commitment, coherence, rigour and sensitivity to the context of experiences when 
engaging with and becoming submerged in the analysis. This process ensured the 
construction of meaning (Smith 2003) through understanding participants’ 
perceptions, feelings and experiences (Van Manen 1990; Yard ley 2008).
I PA distinctly differentiates its analysis process from a traditional qualitative thematic 
analysis. Wolcott (1994) and Finlay (2008) argue that thematising findings separates 
themes from original data, causing fragmentation and misinterpretations, between 
original texts and created themes. However, through the utilisation of in-depth 
interpretation of ideographic and cross-case analysis in I PA, fragmentation was 
eliminated. Braun and Clarke (2006) criticise I PA for being inflexible and too 
structured, but in this study the researcher found such a structure systematic and 
useful in understanding how interpretations emerged throughout the stages of 
systematic analysis (Smith and Eatough 2007). Smith’s analytical process was 
adapted as indicated in Table 2 below:
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Table 2: Stages of analysis (adapted from Smith 2004)
Stages Process
Stage 1 Recorded interviews were transcribed. Reading and re-reading transcripts. Use 
of a bottom margin to make free textual annotations of significant issues arising 
that linked with the research question. Familiarisation with narrative accounts, 
and preliminary interpretations.
I
Stage 2 Re-reading transcripts. Emerging themes from particular passages documented 
by quoting concise abstract themes using psychological terms which capture 
the quality of themes arising. Finding expressions, making theoretical 
connections. Identifiers were allocated and linked with original source.
Stage 3 Initial themes were listed chronologically as they emerged. Themes from the 
initial and cross-case analysis were connected and clustered. Super-ordinate 
themes and sub-themes were developed and maintained closely with the 
participants’ accounts and interpretations, and the researcher’s interpretations 
and sense-making were connected with participants’ understanding.
Stage 4 Sub-themes which were ordered according to how they connected to the super­
ordinate themes and were closely compared in categories of fertility and 
adoption.
Stage 5. Themes from initial analysis used to orient subsequent case analysis preceding 
all analysis stages. New issues and similar issues arising were extracted and 
themed. Themes were refined by prioritising data, reducing abstractions, tidying 
and focusing on final themes.
4.1.1 Stage 1
I PA involves a process of understanding individual experiences that are shared by 
participants. It moves from a descriptive to an interpretative analysis. Thus, the first 
stage of analysis required building an initial relationship with the data collected by 
transcribing recorded interviews. This started by transcribing verbally recorded 
interviews. The process of reading and re-reading individual transcripts prepared 
from face-to-face; telephone interviews and written notes made from unrecorded 
interviews allowed the faithfulness of transcripts to be established (Probst et al. 
2013). This also enabled the researcher to recollect and reflect on the interview
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experience and observations (Smith and Osborn 2008). At the same time, the 
researcher established faithfulness of transcripts whilst recollecting the interview 
experience, observations and reflections (Smith et a/. 2011). Smith et al. (2010) 
recommend early free textual analysis to facilitate interpretation while maintaining 
participants’ perspectives on their experiences. This process was followed in an 
iterative technique that enabled the researcher to enter into the participants’ world 
through active engagement with the data (Smith et al. 2010). Participants’ motivations 
to access fertility treatment or child adoption services were identified as well as their 
experiences, feelings and thoughts about the service they accessed.
For untapped data, hand recorded transcripts noted during interviews were 
repeatedly read during the freshness of memory to ensure faithfulness and accuracy 
in experiences noted. On this basis, accounts obtained from telephone interviews 
were recorded as descriptive data though one could critique this as not being entirely 
faithful data linked to its originality given the absence of tape recording. However, this 
data is valuable and valid as it was recorded accurately as received (Wilcott 1994). 
After all hand transcribing is a traditional method of data collection before technology 
introduced tape records and video recording. Therefore, the process of checking out 
information and seeking clarification was used. By so doing, participants were able to 
explain in detail their views and experiences.
An accurate transcript was produced and summarised responses were recorded with 
accurate quotations of their experiences and feelings. It is argued that recording of 
this nature, in this study is not deemed unethical (Wilcott 1994). Hand transcribing 
has been in existence for decades and is “old school’’ but acceptable in qualitative 
studies.
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4.1.2 Stage 2
The second stage of the analysis involved going through transcripts and tape 
recordings again to make sense of participants’ views and thoughts Probst et al. 
(2013). Language and emotions were noted -  for example, long sighs [Alan], watery 
tears [Jenny], and emotive vocal tones [Hillary; Gary; Alan; Leanne].
Smith et al. (2011), recommending early free textual analysis stimulated by noting 
comments and thoughts about transcripts and data as they are read through. The 
analysis was influenced by social constructivist philosophies yet each stage of this 
analysis process carried an I PA methodological focus. This enabled explicit 
understanding of meanings around the nature of services participants had received. 
The focus was how individual participants authentically reported their experiences. 
Various aspects of experiences that were important to participants were captured 
(Hunt and Smith 2004) as faithfully as possible, to enable the data to speak for itself.
A further exploration and overall analysis of data was therefore achieved. Themes 
emerging from individual passages were noted, although no themes were specifically 
selected or omitted at this stage (Hunt and Smith 2004; Smith and Eatough 2007). 
This allowed the researcher to become aware of issues arising from the transcripts 
and how they represented the richness of the data (Smith and Osborn 2008).
4.1.3 Stage 3
The third stage of analysis involved introducing NVivo 10 to assist with managing the 
data and coding themes into nodes. These themes were later explored. Detailed 
coding was undertaken by examining nodes and identifying feelings, thoughts, 
perceptions, assumptions and opinions about PLWHIV’s experiences of accessing 
fertility treatment or adoption services. Robust occurrences of themes associated with
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different experiences were obtained. These were located within participants’ 
verbalised explanations to keep the data as close as possible to participants’ actual 
experiences. This process allowed the researcher to engage in an interpretative 
hermeneutic process (Van Manen 1990 and Smith et al. 2010) to make sense-of their 
mental and social worlds (Finlay 2006; Smith 2004) within the fertility and adoption 
settings. Themes were analysed and connections between them were identified and 
clustered (Smith and Eatough 2007; Hunt and Smith 2004). Additional themes or sub­
themes were developed from new unconnected interpretations and were carefully 
located to the appropriate theme/cluster (Hunt and Smith 2004). It became apparent 
that themes were becoming repetitive.
Clustering participant experiences by way of combining adoption and fertility services 
was masking the true experiences of accessing each individual service. It was 
therefore important to understand that participants were reporting varied experiences 
around how they constructed the realities around their infertility and how they wished 
to address these. Thus, adoption and fertility data were separated during this stage of 
analysis. This reflected the reality of their journey as participants negotiated social 
realities and engaged with various discourses. Further, participants’ narratives 
represented their personal experiences, interpretations of how they understood 
contexts of history, family, social situations and political influences in their life-worlds.
4.1.4 Stage 4
The analysis process required a comparison of consistencies and differences within 
the experiences emerging from cross-case analysis (Probst et al. 2013). 
Comparisons and convergences within different experiences enabled the researcher 
to make connections, with a further clustering and sub-categorisation of the data in a 
similar process to that used in stage 3. Accounts were compared and allocated to
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themes or subthemes identified from the participant interviews. Using interpretative 
resources grounded in psychological interest and language (Brocki and Wearden
2007) influenced imaginative thinking about and interpretations of participants’ 
accounts (Smith 2004; Smith and Osborn 2003). The researcher was therefore a 
dynamic analyst in contextualising the analysis (Smith 2004).
4.1.5 stages
This stage involved ordering themes and subthemes and engaging in a further active 
reflection about all interviews and accounts. This ensured that findings were 
presented in a meaningful way that represented holistic experiences. A final process 
of cross-checking themes and extracts was undertaken to reduce repetition. This 
process involved validating the relevance of participants’ perspectives and to clarify 
their interpretations of experiences with adoption and fertility services and finally 
confirming that the findings were addressing the research question. The 
completeness of the analysis was enhanced, confirming that the emergent themes 
represented universal accounts and the true meanings of experiences encountered. 
Ultimately, participant experiences were reliant on their interactions with the wider 
social contexts.
Diagram 3 shows how the analysis was conducted in respect of a participants’ 
chosen parenting option. Firstly, infertility was constructed and then fertility treatment 
was progressed when infertility was caused by reproductive problems. However, 
when fertility treatment was unsuccessful, some participants consequently pursued 
adoption as a second alternative option. If childlessness was voluntary, participants 
directly pursued adoption.
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Diagram 3: How PLWHIV construct infertility and pursue alternative options.
Realisation of 
infertility as 
defined by 
different 
discources.
Reconstructing identity.
Living and facing reality.
Considering parenting 
Dptions.
Fertility
Treatment. h
Child Adoption
when fertility is 
unsuccessful.
Child Adoption.
*Once parenthood is achieved (or not) through fertility or adoption, a further re­
construction o f identity emerges.
4.2 Quality
4.2.1 Evaluating the quality of the research: reflexivity and credibility
Analysis involves constant reflexivity during data collection and analysis (Finlay
2006). This allowed the researcher to engage in critical self-awareness, constantly 
cross-examining her understanding of participants’ experiences. As the primary 
instrument for data collection and analysis (Van Manen 1990; Wolcott 1994; Finlay 
2006; Yardley 2008) reflexivity enabled an acknowledgement of the researcher’s own 
beliefs, experiences and knowledge of the phenomenon (Smith and Osborn 2003; 
Finlay 2006; Smith et al. 2010) via the keeping of a research diary. This reduced 
possible bias (Creswell and Miller 2000; Shenton 2004).
Critics of phenomenological studies argue that it is difficult to interpret lived 
experiences faithfully due to the researcher being deeply involved in the process and 
possibly failing to produce the same meaning when analysing identical expressive 
evidence (Sandberg 2005). Nevertheless, according to Smith et al. (2010), the 
rigorous processes for collecting data, the use of tape recorders, field notes.
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transcription, and interactive analysis and interpretation of data ensure credibility and 
consistency during the research process.
Furthermore, independent analysis of data undertaken through supervision helped to 
strengthen the credibility of the study and reduce holistic fallacy. This was achieved 
by a process of cross-checking to ensure trustworthiness of analysis and 
interpretations. Supervision was used as a form of unconnected auditing (Hunt and 
Smith 2004) to help with cross-checking that elements of the data were accurately 
supported by the chosen theoretical frameworks.
4.2.2 Confirmability
Interpretative phenomenological studies require the researcher to remain truly closely 
related to the phenomenon under investigation. This was achieved by maintaining 
interpretations as close as possible to the accounts reported by participants (Van 
Manen 1990; Yardley 2008; Finlay 2006). Confirmability was achieved by repeatedly 
going through data extracts and narratives and confirming participants’ accounts 
during the interviews (Shenton 2004). The process of constructing meaning and 
consistency was facilitated by continuous note-taking and questioning the emergence 
of interpretations throughout the analysis stage (Creswell 1998; Smith and Osborn 
2003). Participant extracts were utilised to ensure transparency and credibility (Giorgi 
and Giorgi 2003).
Van Manen (1990) posits that qualities such as vividness, accuracy, richness and 
elegance in qualitative research and phenomenology are evidence of confirmability, 
trustworthiness and power in interpretative phenomenological studies. Shenton 
(2004) and Smjth and Osborn (2008) recommend an explanatory presentation of how 
data emerged as evidence of audit-trailing; this was already outlined in the strategic
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analysis section highlighting how meaning was constructed through various stages of 
the IPA (see Table 2, page 103).
4.2.3 Dependability and transferability
In interpretative phenomenological analysis, it is clear that research is unlikely to be 
truly replicated (Finlay 2006). However, dependability and confirmability were 
achieved when coherent themes emerged and were replicated in interviews (Yardley
2008). It is acknowledged that no interviews can be exactly the same, meaning that 
different participants were unlikely to report the same experiences. It is inevitable that 
when interviews are repeated by another researcher, differences in interpretations 
may occur (Sandberg 2005; Finlay 2006). However, similar themes are often 
replicated with similar meanings emerging (Sandberg 2005). Moreover, where 
service delivery and guidelines for child adoption and fertility are influenced by ever 
changing policies, themes may differ.
Due to the small sample size and the case-oriented approach in IPA, achieving depth 
was more valuable to the study. Therefore, the conclusions are not transferrable 
(Smith 2004). However, the findings provided varied experiences that are unique to 
PLWHIV (Sandberg 2005). Although the findings in this study do not aim to provide 
generalizability, they provide significant experiences that bring new knowledge to 
adoption, fertility and HIV services. The research findings will allow readers to gain 
new knowledge and come closer to aspects of the experiences of PLWHIV seeking 
parenthood (Smith 2004).
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Chapter 5
5. FINDINGS
5.1 Introduction
This chapter provides an in-depth account of the interpretation of participants' 
experiences of accessing fertility and adoption services. Experiences associated with 
fertility and adoption services were drawn from transcripts to reflect specific 
encounters with either service. The analytical processes were located within a 
psychological context according to IPA where transcripts were interpreted throughout 
the analysis process (Smith et al. 2003). Additionally, interpretation of findings was 
influenced by the social constructivist perspectives suggesting that the ideas of family 
formation through parenthood are socially constructed. As such, in the same respect, 
infertility difficulties and the interventions available to address childlessness are also 
socially constructed. For this reason, theoretical perspectives deemed suitable to 
support this study are found within the concepts of loss and grief.
Loss and grief theory frames infertility as a form of loss which many infertile couple 
go through a grieving process prior to pursuing alternative methods helping them to 
achieve parenthood. Sometimes loss and grief may follow through one’s infertility 
lifespan. In light of this standpoint, PLWHIV seeking parenthood are deemed to 
experience infertility loss due to HIV and how it affects fertility. They subsequently go 
through a grieving process as a result. Thus, the resilience theory is well placed in 
complementing this theory by augmenting that, many PLWHIV pursuing fertility 
treatment or adoption are resilient to the intense emotions associated with their loss 
and grieving processes. They endure adoption and fertility procedures through 
maintaining resilience. Support networks from HIV charities are seen as coping 
measures that increase positive factors helping them to cope.
I l l
As adoption and fertility treatment are influenced by different discourses, the findings 
of this study are presented separately. This provides a clear understanding of how 
participants perceived a specific service they had accessed. Presenting findings in 
this way also reflects on how the delivery of these two interventions is apart. These 
differences represent discourses, philosophies and ideas constructing fertility 
treatment as an intervention that is dominantly medically driven and adoption as a 
safeguarding intervention although constructed legally to provide opportunities for 
family life to both the child and the parent. Differences and commonalities pertaining 
to these interventions will become clearer when adoption experiences are explored in 
Part 2. This is because my findings suggest that when infertility is medically defined, 
fertility treatment is sought first before adoption. This provides a different argument to 
why participants accessed adoption. Nevertheless, fertility and adoption were both 
influenced by familial and societal responses to infertility, attitudes, stigma, and 
discrimination.
Part 1 provides findings relating to fertility treatment. In part 1, the reality of fertility 
treatment emerged. This theme provides an interpretation of participants’ life-worlds 
and depicts various factors that influenced the reality of their infertility. Variables such 
as health issues, personal determinants, family and societal influences emerge. It is 
through this theme where a re-construction of identity is observed. Participants will 
contemplate exploring alternative treatments or parenting options. Motivations to 
pursue fertility treatment will therefore be depicted. Participants draw upon the desire 
to utilise safer parenting methods in order to prevent HIV transmission and others are 
influenced by the desire for biological child-bearing. Essentially, the findings illustrate 
a process of fighting for services. Participant experiences suggest that they endured 
a life-world (of accessing fertility treatment or adoption) that is associated with issues 
such as stigma, power dynamics and complex fertility treatment processes.
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Part 2, explores how participants reconstructed their identities as childless. Voluntary 
and involuntary childlessness become clearer. The difference between adoption and 
fertility treatment evidently differ as concepts around best interests principles, social 
parenting and altruism emerge. Participants also draw upon challenging procedures 
and that implicate stigma, discrimination, power, control, last chance or last resort 
parenting opportunities. This is a significant difference from fertility experiences 
representing a fight to achieve biological childbearing. Nevertheless, meaning for 
pursuing fertility and adoption was placed on the need to achieve parenthood. 
Although encompassed by various emotions embedded within loss and grief, fighting 
through challenging process of fertility and adoption suggested that PLWHIV are 
resilient to the stresses associated with childlessness
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Part 1
FERTILITY TREATMENT
5.2 Introduction
This section provides participants’ perspectives and conceptualisation of their 
experiences when they accessed fertility treatment. The table below presents the 
details of participants who accessed fertility treatment services. The table provides 
demographics of both sero-concordant and sero-discordant couples whether or not 
participants were interviewed alone or jointly.
Table 3: Summary of participants and outcome of parenting option sought
Participant Pseudonvms Demooraohic Option Outcome
Interviewee 2 Hillary (White) 
Marius (White)
Heterosexual 
couple (male +)
Fertility
treatment then 
adoption
Successful
Interviewee 5 Angie (42 yr old 
Black African & 
White partner)
Heterosexual
female
Fertility
treatment
Unsuccessful
Interviewee 6 Kelsea (Black 
African)
Trev (Black 
African)
Heterosexual 
couple (male +)
Fertility
treatment
Successful
Interviewee 7 Malvern (Black 
African)
Heterosexual 
Male (both+)
Fertility
treatment
Unsuccessful
Interviewee 8 Rean (Black 
African)
Heterosexual 
male (female +)
Fertility
treatment
Unsuccessful
Interviewee 9 Leanne (Asian) Heterosexual 
female (male +)
Fertility
treatment
Unsuccessful
Interviewee 11 Trisha (Black 
African)
30yrs old
Heterosexual 
female (both +)
Fertility
treatment
Successful
The symbols + signify HIV positive and -  signify HIV negative
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Themes emerging from fertility experiences are explored within the themes of fighting 
their way through fertility treatment, emotional experiences associated with accessing 
fertility treatment and positive experiences.
5.2.1 A socially constructed infertility
This theme illuminates how participants’ experiences interacted with social tensions 
stemming from cultural, familial, developmental and personal hegemonic and non- 
hegemonic beliefs and influenced their construction of infertility. The theme 
demonstrates how participants made sense of their infertility and how they changed 
their worldviews through a re-construction of their new identities by seeking treatment 
and alternative means of achieving parenthood in order to gain a sense of manhood, 
womanhood or parenthood. This theme is divided into the following subthemes, 
realisation of infertility and reconstruction of identity.
5.2.1.1 Realisation of in fertility:
‘We tried to conceive naturally but it did not work’
Time within the context of infertility among participants appeared rather more 
dynamic than static. This appears to be linked with the timeline within which some 
participants attempted natural conception without success and the impact of 
childlessness over a period of time:
We were trying naturally for over two years now. My partner is 
negative and he is aware that I am HIV positive but because I wanted 
a child. It was his choice to try having a child that way but it did not 
work. I am now trying to get funding for iVF, [Leanne].
I have been trying to get pregnant for three years and it has not been 
working. We did the self-insemination thing at home as well but it did 
not work, [Angie]
It seems that attempting natural conception enabled participants to identify infertility 
problems when pregnancy was not achieved. Both Leanne and Angie delineate how
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time was a factor in helping them to understand the possibility of infertility problems. 
Taking interpretation into Leanne’s assertion, “/ wanted a child”, it seems as a 
woman, Leanne’s desire to conceive was associated with the ideology of motherhood 
and having a child. This desire is extended by efforts to secure fertility treatment 
funding. Leanne therefore appears to carry a responsibility to address her infertility. A 
sense of responsibility seems to be linked with Leanne’s HIV positive status. She 
deduces that her HIV status is complicating the reproductive process. The 
responsibility for pursuing IVF seems to corroborate gender discourses of parenthood 
and reproduction, indicating that women take responsibility for achieving pregnancy.
Angie learned that her inability to conceive was linked with her blocked fallopian
tubes and her partner’s low sperm count:
The problem I have at the moment is that I have problems with my 
womb. My ovaries are not releasing eggs properly and my fallopian 
tubes are blocked so I cannot get pregnant.... I know I have fertility 
problems but it is good that the tests have been done. I started to see 
if  I could go for fertility treatment. I spoke to the fertility treatment clinic 
about it and I know I can have a baby with my boyfriend but I am not 
sure if this will work because he too has some problems with his 
sperm count. He has low sperm counts, [Angie].
Angie introduced the idea that infertility can be physiologically either a man or a 
woman’s problem. It is depicted that fertility could be affected by numerous other 
factors that may arise from either partner or non-related to HIV. There is an inference 
that medical tests provide an understanding of the implications of physiological 
problems on fertility.
Medical intervention was sought by all participants in order to establish means to 
resolve their infertility. A typical example of participant experiences is drawn from 
Leanne who spoke about HIV-related infertility specialist assessments:
I was referred to XXXX hospital by my HIV doctor. When I went there, 
they told me they needed to do some tests. I agreed to this. When
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they did the tests, I found that my tubes were blocked. Straight away, 
they were telling me that I could have IVF treatment and needed to 
pay for It. We already knew that the NHS could not fund this treatment 
and we could not afford to pay for it ourselves, [Leanne].
The above extract illustrates the power of medical assessments in confirming
physiological causes of infertility. Understanding and addressing infertility appears a
matter that was medically explained, including whether IVF treatment could be
suitable. Paradoxically, Leanne illustrates that addressing infertility through medical
treatment implied financial consequences. In that regard, infertility was defined within
the medical model. It seems that the medicalization of infertility enhanced Angie’s
understanding of her infertility. Leanne’s narrative reinforces dominant mandates of
biological parenthood that appear to be encouraged through the availability of
assisted reproductive options, albeit dependent on financial ability.
Essentially, medical examinations appeared to help participants to deal with their 
reproductive difficulties. An example of what most participants felt, is drawn from 
Jenny:
We had been trying to have children for a long time and I could not get 
pregnant so we went for tests and more tests... I had cervical cancer 
and was referred to an operation. . . . I t  started from there. Because of 
the tests, we knew we could no longer have children and that there 
was a reason that we could no longer have children. ...There were no 
ifs and buts about it, [Jenny and Dean].
For Jenny and her husband Dean, understanding that living with infertility was a
reality helped to develop a sense of acceptance. The above extract suggests that the
medical construction of infertility and medical investigations contribute to the
construction and understanding of infertility. It also demonstrates how medical
diagnosis could not be questioned, this appeared a fact and was seen as conclusive.
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Seemingly, this aided and abetted the understanding and reconstruction of a new 
identity.
On the other hand, pressure from family is noted as another area that influenced
participants’ desire to become parents, as described in Hillary and Marius’s, Kelsea
and Trev’s and Malvern and Rean’s circumstances. Examples below identify how
families and friends questioned their plans to have children:
Because we had been together for a long time, our families and 
friends kept on asking whether we have plans for children. Her family 
expect her to have a child otherwise she is seen as someone who is 
not normal. Her sisters have children and she is the only one with no 
children. It is difficult to explain to people because they keep asking. If
we don’t, the family will gossip about HIV. I have already heard about
this rubbish talk going on already. The trouble with this illness (HIV) Is 
that it comes with so many complications and causes people to 
question a lot. It is not very nice to think that because you have no 
children people are thinking you have HIV and they are gossiping 
about you when they don’t know the truth and it’s not even their 
business, [Malvern].
The thing is, Tam, there is so much family pressure from the African 
culture and the family to have children, so you try to keep your 
problems silent to avoid people talking you know. If you do not have a 
child, they will suspect you have HIV, [Rean]
The above extracts appear to validate how family and friends construct cultural norms 
linked with parenthood and family. It appears that the absence of children creates
familial stigma. Malvern and Rean who are both from African cultures further describe
how the absence of children can be a potential social stigma linked with childlessness 
as well as suspicions about HIV. In that sense, Rean and Malvern appear to suggest 
elements of internalised and expected stigma. That is, if one is childless then they are 
likely to be labelled as HIV positive even in the absence of real facts. Additionally, 
Malvern depicts the idea of anticipated grief. He suggests HIV comes with many 
complications and suggests that infertility is an impending loss following HIV 
diagnosis. There is a suggestion that in Malvern’s partner’s culture, child-bearing is a
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norm and additional expectations and pressure arise when siblings are considered as 
compliant with social norms. Additionally, Rean appears to present a sturdy position 
about maintaining infertility as a secret in order to avoid social stigma. The above 
excerpts portray discourses linked with child-bearing and cultural norms, HIV and 
secrecy, and the view that real womanhood is linked with child-bearing. Malvern and 
Rean portray themselves as support networks for their partners. On the other hand, 
questions and gossip about HIV seemingly increased participants’ anxieties about 
potential stigma if others were to realise their HIV positive status.
Some participants who already had children from previous relationships felt that it 
was outside their cultural norm and unfair to expect a new partner to embrace a child 
from a previous relationship. A child from a previous relationship was seen as 
someone else’s child, for example, “another woman’s” or “another man’s” child. 
Leanne who is of Pakistani origin reports this view:
I have one child already. This was 8 years ago with my ex It is very
difficult for him to look after someone else’s child... It’s simple; I want a 
child with my husband, what is difficult to understand about that? The 
thing is, there is a difference in culture because they [NHS infertility 
doctors] think it is a norm to bring up another man’s child, in my culture 
it is not, [Leanne]
Leanne suggests that if she fails to have a child with her partner, that relationship 
could be fraught with difficulties. Delving deeper into her culture, Leanne presents 
fear of cultural stigma. Leanne portrays fertility consultants as agents representing 
Western cultures and hegemonic views relating to parenthood. Noteworthy, Leanne’s 
situation reinforces the view that women take responsibility for providing men with a 
child. Leanne seems to evaluate her reproductive situation and compares this with 
others from her culture. She suggests a desire to achieve a social image and social 
identity that is linked with her cultural norms.
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Some participants desired “a child of their own” in order to solidify their relationships:
My girlfriend needed a child and I could not give her a child. Although 
this would have given me a second child but my older child Is back 
home so this was not good for my relationship because the stress and 
strain on us was too much to bear. She wanted a real family so my 
girlfriend felt I was not giving her what she wanted. Because my 
girlfriend was getting frustrated and I knew the only thing that would 
keep our relationship together was having a child but when fertility 
treatment did not work, this caused our relationship to break. If we had 
we could have still been together, [Rean].
Rean appears to carry guilt for their relationship that was affected by childlessness. 
There appears to be a claim that, child-bearing could have provided a sense of 
security in their relationship. Rean’s experience reflects the views that infertility 
sometimes strains relationships particularly when there are prevailing physical and 
mental challenges arising when couples experience fertility problems. Thus, failure to 
provide a child could undermine the relationship and a real sense of family.
On the other hand, Marius and Hillary demonstrate that significant life events in 
people’s lives can be strongly influential in increasing a desire for parenthood as 
reported:
When PB had a brain haemorrhage.... I did not know if he was going 
to survive. It was a really, really, awful experience but what it made us 
realise was that it was time we started our family together. We 
thought. If something happens at least we have children you know. So, 
we decided to give fertility treatment a go before adoption, [Hillary].
Life tragedies and serious illnesses were seen as threats to Hillary’s marriage and the
start of a family. The above extract rationalizes the importance of extending family
lineages and, again, a sense of family appeared to be linked with parenthood. Thus,
tragedies were influential in redefining Hillary’s identity, her goal to start a family and
the strengthening her own relationships.
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Diagram 4 provides a flow of the interpretation of infertility and presents how 
participants located meaning on the medical model that was dominant and influential 
when seeking fertility treatment. All participants were affected by HIV and this was a 
medical condition that influenced decision-making. For this reason, the diagram 
below demonstrates the social construction of infertility as dominated by the medical 
model (HIV diagnosis and other physiological problems). Fertility treatment itself is 
framed as a constructed process through assessment criteria put in place to establish 
funding.
Diagram 4: Construction o f Infertility and fertility treatment option
Social Contruction
Medical constructs of infertility. HIV a static medical diagnosis and common denominator
Failed Pregnancy. HIV and additional physical health issues are contributory factors within 
sero-concordant and sero-discordant relationship.
Construction o f infertility. Infertility confirmed (additional factors, family, stigma, societal and 
___________ through medical tests.______________ cultural influences, personal determinants).
Intervention proposed within the medical model.
My HIV consultant told me that because I  am HIV positive, I  could access fertility  treatment
Constructed funding criteria disadvantaging others.
Fertility is sought to enable child bearing but 'we could not afford i t  '
5.2.1.2 Reconstruction of identity:
W e tried sperm wash and iVF’
Reconstruction of identity began with participants being proactive about addressing 
their infertility by exploring fertility treatment. The extract below depicts common 
experiences:
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We tried self-insèmination that did not work because of his low sperm 
count. We tried this a few times but it was not working. We are very 
desperate to have a child. We have tried the XXXX fertility clinic, 
[Angie].
The process of self-insemination portrays Angie’s acceptance and understanding of
her new identity associated with an altered body. The body is altered by the presence
of HIV, as natural conception increases risks of transmission. Angie’s account
rationalises fertility treatment as an intervention for infertile, despairing individuals.
Thus, Angie appears to delineate her acceptance of infertility. Seeking alternative
treatment infers reproductive loss and grief, which seems interconnected with a
desperate state. For this reason, many have endured various treatment procedures:
We tried sperm wash and IVF but at the same time, we were also 
trying with self-insertion. I was kind of doing it with the condom and my 
partner was going to the toilet and putting the sperm in herself. It’s 
kind of strange isn’t it? When I did the fertility treatment, I had to 
masturbate so that the sperm can be washed. That was also very 
intrusive and it’s not normal. It was strange really but I was hopeful 
that It would work but it didn’t. We then had three attempts of fertility 
treatment but it failed. This affected our relationship. Because my 
girlfriend wanted a child, I felt she was feeling pressurised and 
stressed. She ended up leaving me, [Rean].
For Rean and his partner the process of reconstructing their new identity required 
them to accept and embrace various alternative treatment methods even though they 
were intrusive. This was in the hope of achieving pregnancy. It is inferred that their 
efforts were driven by the family and her partner’s desire for a child. Rean’s 
experience deploys a life-world that suggests that family pressure, arising when 
couples are already attempting to reconstruct new identities, may be inevitable and 
yet the consequence may be a relationship breakdown. Rean appears to suggest that 
a relationship is only credible to family members when it contains children. The 
excerpt above shows an interconnection between accessing fertility treatment and 
the need to conform to family or societal pressures. It would appear that familial 
pressures influence the realisation of infertility but also access to treatment. On the
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other hand, feeling desperate and being hopeful implied undergoing numerous fertility
treatment cycles:
We did lUI 7 times and then 3 IVFs. They were all unsuccessful... It 
was quite a lot but we were determined to go through the process. I 
was keen at looking at adoption as an option but XX was not sure 
about it, were you? He was certain that he wanted to give fertility 
treatment a go. It was a constantly Invasive process and then there is 
all this emotional stuff going on, [Hillary].
Although fertility treatment represented the reconstruction of identity and hope, Hillary 
evinces feeling caught up within the process of fertility treatment in the spirit of hope. 
She perceives fertility treatment as a system that can be oppressive when one is both 
hopeful and helpless about their infertility. Hillary’s narrative suggests some 
conflicting emotions around intrusive procedures and feelings of determination with 
the pressures of trying to achieve parenthood. As such, there is an inference that 
optimism and endurance played a part in increasing hope and confidence towards 
the successes of fertility treatment:
We were confident that fertility treatment would work, [Rean].
Arguably, the availability of fertility treatment increased hope yet stoicism remained 
somewhat prominent within a process that is reportedly invasive, emotive and 
worrisome, as Hillary previously described.
Whilst medical intervention seemed the first priority, others like Malvern 
complemented their hope with spiritual alternatives:
We had hope and supported each other through the treatment 
process. We ]ust keep praying together for a baby and we are hopeful 
that it will happen one day. We are thinking maybe we should go to 
Africa for some herbal treatments maybe it will help us, [Malvern].
Malvern indicates a shift from the medical/clinical approach to infertility towards
traditional medication and spiritual interventions. Thus, the statement, “we just keep
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praying together for a baby and we are hopeful that it will happen one d a /  appears 
to endorse the ideology of biological childbearing as a desirable and proper way of 
achieving parenthood. Perhaps infertility was no longer only seen as something that 
can be addressed within the norms of biology, physiology or medical realms, but also 
through African herbal usages. Reconstruction of identity seemed a shared process 
within a relationship as opposed to a single partner’s burden.
This theme demonstrated that participants’ infertility was a problem that was 
frequently identified and addressed through the medical model. Time and 
physiological problems were the main factors raising suspicions around infertility. 
Further, the need to achieve parenthood also stemmed from individual desires and 
cultural and family expectations. These factors increased feelings of childlessness 
and also influenced access to fertility treatment. Participants highlighted that 
childlessness created familial stigma. Internalised stigma was associated with either 
the absence of children or fear of HIV stigma. In that sense, accepting and 
acknowledging infertility as a form of loss implied adjusting lifestyles and 
experiencing a different life-world. Therefore, reconstruction of identity was linked 
with active efforts towards seeking fertility treatment in the hope of achieving 
parenthood.
The next section presents participant experiences through fighting for fertility 
treatment. Fertility treatment is portrayed as an intervention that appears constructed 
within the medical model of infertility.
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5.3 Fighting through fertility treatment
The theme fighting through fertility treatment arises from cautious interpretations 
illuminated from an interpretative engagement with individual and collective 
experiences. The notion of fighting could not be separated from understanding 
participant concerns and their claims around the challenges they experienced. In that 
respect, the term “fighting” represents the participants’ “voice” that is located in their 
real experiences. Leading on from previous sections highlighting the existence of 
infertility, HIV-related stigma, prejudices and discrimination, fighting was a prevailing 
metaphor which explained how some participants were determined to fight through 
fertility treatment processes.
In this section, fighting for services is demarcated from interactions with GPs, fertility 
treatment providers, travelling long distances to access to treatment and difficulties 
with funding treatment.
5.3.1 Power exerted through gatekeeping:
W e had problems with our General Practitioner’
Prior to accessing specialised fertility treatment services, some PLWHIV approached 
their General Practitioners (GPs) for consultation, or they attended HIV-related 
medical reviews through their HIV specialists who made referrals to fertility clinics. 
However, some participants appeared to mistrust their GPs. For Angie, this mistrust 
stemmed from pre-existing negative experiences she had encountered through a 
misdiagnosis. The following exemplifies the typical problems encountered by 
participants:
I have had a problem with my doctor because he is not an HiV doctor, 
i was worried that my doctor was not giving me the right advice, i have 
had a lot of problems that are related to HiV and one of them is the
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tumour that I had here. Can you see? I had this tumour for months and 
my GP was telling me that it was nothing to worry about. He then told 
me that I cannot have children because of my ovaries but he never did 
some tests on me. How can he say it’s my ovaries without tests? 
When I went to the HIV specialist, he said that how can that GP make 
such a conclusion so my consultant then referred me to go through to 
the tests. To be honest with you, I don’t trust my GP, I would rather 
pay a lot of money to travel to XXX and see my consultant. I can be 
treated better there and my consultant knows my condition better, 
[Angie],
Angie demonstrates that living with HIV presents various health complexities that are 
sometimes better understood within the biomedical perspective. Angie suggests that 
HIV-related fertility issues can be advanced and that they require specialist support. 
She projects vulnerability in the care of her GP. Thus, fighting is embedded in a 
process of seeking the right support from HIV consultants who are considered 
knowledgeable and better equipped to support PLWHIV. Without travel, accessing 
less specialist services is seen as a threat or a barrier inhibiting parenthood. A sense 
of powerlessness and helplessness is denoted from participants’ inability to challenge 
any diagnoses made by GPs. Reliance on medical procedures/experts is depicted. ^
I  ■ ■
Some participants perceived stigma and discrimination when they felt that GPs were 
deterring them from accessing fertility treatment or having children, as noted in the 
following:
My GP was quite adamant that no, I think you should not bother with 
going through fertility treatment. I think you should adopt. That was her 
exact words. Because I am originally from Pakistan, she said, I shouid 
think of adopting. She stated that there are many children of my colour 
who want to be adopted and that basically I should not try fertility 
treatment. I just thought; hold on a second, what will this mean to my 
family. At least with fertility treatment, the child is mine. So basically, 
my GP was saying that you should not have children when you are 
HIV positive. The GP blatantly refused for me to have fertility treatment 
but I decided to go to my HIV consultant who referred me and has 
been helpful, [LeanneJ.
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Leanne came from a Pakistani family where infertility was considered a shame. She 
portrayed a sense of loss and guilt that related to her inability to conceive. Prior to 
this interview, Leanne had experienced a significant amount of pressure from family 
and friends, resulting in a period of stress and illness. It appears that the complex 
nature of childbearing and HIV-related parenthood increased Leanne’s sense of 
lacking womanhood and feeling lost in her family. Seemingly, her resilience enabled  ^
her to face the process of seeking fertility treatment. This reflects a process of re­
defining her identity and actively looking to regain a sense of respect and status in 
her family. Within that process, Leanne further claims a socially or culturally 
subjective and biased professional perception that children from Asian backgrounds 
required Asian adopters. This excerpt suggests that the GP was acting as an agent 
supporting the discourse of ethnic matching in adoption whilst exercising deterrence 
and presenting conflicting advice from what the participants desired. Leanne sought 
biological connections with her child. For this reason, a certain degree of “infertility 
invisibility” seems to be imposed when infertility Was reportedly undermined:
My GP asked me why you want children as I have another child in XX. 
He asked me why I wanted another chiid with my HIV condition. He
basically was saying that you should not have children when you are
HIV positive. Usualiy, he was good with my treatment and everything 
but when I approached him about children, I was actually surprised, 
[Rean].
A sense of institutionalised stigma is depicted. This enacted stigma suggests that
PLWHIV are abnormal and handicapped by HIV. It seems parenting with HIV was
considered inappropriate by Rean’s GP. It is depicted that lack of support around 
parenting decisions appeared to cause feelings of confusion about the GP s views 
regarding his lifestyle, notwithstanding the point that the GP monitored his HIV.
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Due to gate-keeping, stigma and discriminatory attitudes, fighting for services implied 
bypassing the GP:
We went directly to the PCT. We did not beat about the bush. I 
suggest to others that when they want support they should go to their 
HIV consultants not the GP because the GP is not usually specialised 
and knowledgeable in this area. So we did not go to the GP at all. GPs 
won’t have the skills to present such a case; they are not very helpful 
and can be unsupportive. Because they won’t have the power to 
influence funding, we go straight to the top, [Marius].
Marius presents a sense of powerlessness in the hands of GPs. Regaining a sense
of control implied accessing specialist consultants, senior decision-makers who are
perceived to hold stronger legitimate power, knowledge and understanding about the
needs and allocation of resources to PLWHIV. For this reason, bypassing GPs
provided a sense of hope. It is argued that when participants acted in their self-
interest, this reflected resilience and ability to fight for parenthood.
5.3.2 Fighting fo r preferred treatment:
'The fertility clinic is far from where I  live’
It seems that some participants felt that their procreative desires were thwarted by
the unavailability of treatment resources in their local areas. Thus, travel appeared to
provide hope towards receiving appropriate care from HIV consultants or HIV-related
fertility clinics:
i The fertility clinic is far from where I iive and I had to take two trains
and a bus to get to the fertility clinic in the morning, [Leanne].
We travelled to London, it was draining but we managed to have two 
lovely children, [Kelsea and Trev].
We were travelling first thing in the morning from about 4am so that by 
. 8am we were at the hospital. Marius wouid give the sample and then 
they would wash it throughout the day. We then had to find something 
else to do throughout the day and then we would go back there again 
at 4pm and then they would insert it into me. For IVF we would go one 
day and then they harvest the day and we had to stay over in a bed
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and breakfast Then the next day we would go back and they would 
implant it, [Hiliary].
Long distance travel could be associated with ideas around “domestic health 
tourism”. Travelling signified a commitment and a spirit of resilience in fighting for 
parenthood. A typical day involving travel in order to access fertility treatment, as 
experienced by many, is reported below:
Going there is a problem then they tell me, they cannot help me. It is 
painful. It is actually traumatising when you are told they cannot help 
you and you have to get back home on your own. It was very difficult. 
It is heart-breaking. No wonder a lot of people want to give up, 
[Leanne].
It was really hard work. It would have been nice if they had paid for our 
hotel or suggest some hotels and accommodation to stay during our 
treatments. If you do not live in London you are on your own basically. 
You have to get on with it. We found ourselves quite tired by the end 
of the day and worn out, then we had to worry about completing the 
whole process that you have been worried about and you are trying to 
get pregnant, [Hillary].
Hillary and Leanne demonstrate challenges and somewhat burdensome experiences
linked with costs, travel time and accommodation when travelling to access
treatment. Although commitment to access treatment suggests an element of
resilience, worrying about becoming pregnant seemed to suggest that Hillary
continued to worry about her infertility. The excerpts above suggest continued grief
over the crisis of infertility. Moreover, intense emotions and lack of support appeared
additional stressors when becoming worried about the efficacy of treatment. On the
other hand, travelling seemed worthwhile given the limited facilities providing fertility
treatment to PLWHIV.
Hillary and Marius pursued sperm wash as an option towards achieving parenthood 
without risking the uninfected partner. However, during the consultation process, the
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couple experienced discouragement from accessing a service of choice. The account 
below deploys a sense of fighting for treatment:
Obviously Marius is co-infected (HIV and haemophilia) and has 
hepatitis C as well, so, they constantly spoke about this. There was a 
lot of caution. The concern was based on how sperm wash does not 
clear HIV 100%. I was thinking, yes we know that, you have said that 
before so you do not need to say this each time we come here for 
treatment cycles. We were fully informed and we are intelligent people. 
We knew what we were going into, we both knew the risks. They 
constantly talked us into natural conception. This was something we 
had decided not to do. Marius had already decided he did not want to 
do that. Well, I would have done but Marius did not want to do it. He 
was already on his medication and his viral loads were undetected but 
we did not want to risk that. They kept on talking about a small chance 
of transmission if we did natural conception bla bla bla but that was a 
chance more than we are prepared to risk really and chance it, that’s 
it. We insisted that it was right treatment for us, [Hillary].
Hillary’s account infers attitudes that suggested that fertility treatment was not
constructed for PLWHIV and that they were better off using natural conception
whatever the risk of transmission. There is an indication that Hillary and Marius’s
choice and decision-making around safe conception was disempowered by what
seemed to be overwhelming pressure from health professionals discouraging
reproductive treatment. Depicted are power differences, conflicting interests around
the discourse of HIV preventative fertility treatment, the right to choose safer
parenting options and the rights for PLWHIV and their unborn children to remain
healthy and safe from HIV. A sense of fighting for one’s right is demonstrated through
persistence.
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5.3.3 Financing fe rtility  treatment
‘NHS wouid not fund us, we had to pay i t  was expensive’
Fertility treatment was costly for all participants. Therefore, they reported that
accessing NHS funding was a challenge for them. A typical example is drawn from
Leanne who experienced gate-keeping of resources:
I had really thought that the fertility clinic would be supportive but they 
were not. The lady I saw was just not willing to put me forward for NHS 
funding. She kept saying that NHS would not approve my case but she 
had not put it forward. She did not even write to them I don’t think. I 
wouid have wanted her to write to them and explain my situation then 
at least, I would feel convinced she tried to help me. She did not even 
bother. She said that we have to foliow the guideline that’s it, [Leanne].
Leanne demonstrates how health care professionals potentially exercise their power
to prevent or control patients’ applications for fertility funding. It seems gate-keeping
prevented the participant’s voice from being heard directly by decision makers. There
is a suggestion that front line staff act as agents, constructing a complex process of
achieving fertility funding.
Oh the other hand, it is claimed that HIV consultants assumed that some PLWHIV 
were possibly eligible for fertility treatment: Typical experiences are located in the 
extracts blow:
MY HIV consultant told me that because I am HIV positive, I could 
access fertility treatment because my partner is not. He told me that I 
could try and get this funded by the NHS but they told me that this is 
not possible. This was another issue that came up. They said you 
already have a child. I said yes I do but not with my husband. They 
don’t want to listen to that at all. It feels like if you have one child that’s 
it... I tried them to understand this but they did not understand why I 
am pushing hard to get funding for fertility. It’s simple; I want a child 
with my husband what is difficult to understand about that? [Leanne].
The HIV consultant thought we would easily get funding because we 
are both healthy and stable. I said I ’m sure you have some exceptional 
special cases where you can allow it. But they came out with excuses
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saying no we can’t do it, this and that They told me anything they 
could think of basicaily, [Kelsea and Trev].
Hope to receive funding seemingly stemmed from HIV consultants. The term “special
cases” is used to symbolise a complex type of infertility associated with HIV. In their
life-world, Kelsea and Trev’s infertility problems were unique. For them, they needed
to be treated with extra discretion compared with other cases. The extract suggests
that complex HIV-related infertility required discretionary funding from the National
Health Service (NHS) when HIV is stable. However, the experiences above
demonstrate conflicting discourses between provision of treatment to those who are
stable, how applications for NHS funding are considered, and resource allocation.
Emphasis was therefore placed on being assertive and fighting to obtain NHS 
funding:
I felt that I had to fight for help and to fight to receive a service. 
Because we challenged their initial rejection, we eventually had one 
NHS treatment for free but the other ones we had to pay ourselves but 
it was expensive. This affected our day-to-day financial circumstances, 
[Rean].
I felt that I had to fight for a service and for an application to be put 
forward for fertiiity treatment when I dealt with my GP. It is not easy to 
get NHS funding, [Malvern].
It seems when participants were not considered for NHS funding, meaning was
placed around fighting for services. The term “fight” embodies hope towards “winning”
fertility funding, treatment and ultimately achieving parenthood. Therefore, when
others received funding for a single treatment cycle, paying for additional treatment
was framed as a financial drain:
We were funded by the local PCT. Again, this was because we had a 
lot of support from a charitable organisation who helped us to 
challenge the NHS to pay for this treatment. They paid £4,000 for IVF 
It was a lot of money. We know that we got this money because the 
POT knew that we would go to the press about how Marius was given
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HIV infected blood in hospital. We are very open about HIV and not 
many people are. We had the HIV consultant writing to them; his 
haemophilia consultant wrote to them, consultant from the HIV fertility 
Hospital also wrote to them. Without a doubt, if  Marius was not 
positive, we would not be asking for this treatment. Although they paid 
for one of the cycles, we went through £12,000 pounds on the entire 
treatment process. We are lucky we had all that money but this was all 
of our savings. If I had got pregnant, it wouid have been worth that 
money but it didn’t work. Maybe it was also that constant worry about 
money all the time. It must be terrible if you want treatment and not 
have that funding. But I think, if people are prepared to push it and 
have their consultants behind them, they could at least get one 
funded. And you see if the NHS are prepared to fund one IVF costing 
£4,000 that would save you so much and they would fund you several 
I i lls  if  you are younger than I was. Having all your hormones tested 
and everything, you can get an lUI, which would cost you £750, 
[Hillary and Marius].
There is an inference that NHS funding can be stringent and difficult to access. 
Powerlessness, vulnerability and helplessness are rationalised by Marius and Hillary. 
Their experiences reminded the couple about how HIV was contracted in the first 
place. Meaning was placed in utilising various agencies and networks to support 
them with this fight for treatment. Moreover, being open implied utilising appropriate 
support to overcome obstacles around HIV stigma, discrimination and gate-keeping. 
Constant underlying feelings of worry are noted and this supports the view that 
infertility is linked with on-going grief and stresses. On the other hand, a sense of 
appreciation is depicted when treatment was funded, albeit insufficient to cater for all 
required treatment cycles. Meaning was placed on this single treatment as it 
represented hope towards the likelihood for biological parenting. Moreover, 
dependency on treatment is exemplified. It seems self-financing additional treatment 
meant a worthwhile investment if successful although additional loss and 
dissatisfaction is observed from unsuccessful treatment. A shift from an individual’s 
right to receive treatment to that of gratitude suggests that Marius felt a supplicant to 
an unbalanced relationship with treatment providers.
155
In all cases, participants described how they were quoted large amounts of money
that they could not easily raise. Angie, Leanne, Kelsea and Trev were unable to
secure funding through the NHS. A typical narrative is exemplified:
They were telling me that I could have IVF treatment for about £4,000 
and that I had to pay. They said the best bet for you is to have the IVF 
and it costs this much. It felt like she was really adamant for me to pay 
for the services and I just thought that if you see my circumstances, 
they are not that great. I cannot afford it. If anything, I felt you would
need to be supportive. MY HIV consultant had told me that I could try
and get this funded by the NHS but they told me that this is not 
possible, [Leanne].
For others, failing to access NHS funding implied sacrificing some savings. Common 
examples of fertility costs and how some participants found the means to pay for 
treatment are below:
Private treatment implied giving up and paying thousands of pounds 
for fertility treatment. If I did not have to pay for fertility treatment that 
didn’t work, I would have a good life and living comfortably right now, 
[Rean].
We accessed treatment privately and it cost us a fortune especially as 
we went through the process for two children. I had to borrow the 
money from my friends on both occasions. I needed to do it when I 
was still at the right age for conception. I was lucky that it worked for 
me, [Trisha].
A sense of sacrifice is observed in the determination to forego savings in hope for 
achieving biological parenthood. Rean however, provides a sense of regret for paying 
for treatment when treatment was unsuccessful. Grief seems to surface when a loss 
of money was seen as a set-back to a comfortable lifestyle. Borrowing and “dipping 
into” savings frames fertility treatment within the discourse of commercialised 
expensive healthcare although treatment success rates can be low. Nevertheless, 
Trisha, in suggesting that borrowing money was a worthwhile venture, presents a 
positive experience.
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I had to borrow some money to pay for the treatment, I could 
not get NHS funding. But because on both occasions, my 
treatment was successful, and I feel it was worth it, [Trisha].
The above experiences suggest the notion of consumerism within the medicalization , 
of fertility treatment. Due to the expensive treatment, although many desired 
biological child-bearing as their preferred choices, inability to fund treatment was a 
barrier. When most participants failed to secure NHS funding, it became their 
responsibility and burden to find finances elsewhere. It appears that the high levels of 
costs for treatment are located within the discourses of social class, dividing those 
with better financial ability from those without. Expensive treatment costs create 
unequal or uneven opportunities to those requiring treatment. In that sense, those 
who can afford treatment (like Trisha, Hillary and Marius) were likely to enjoy the 
benefits of fertility treatments providing them with a better chance to achieve 
parenthood. Thus, the above experiences locate fertility treatment as a socially 
constructed phenomenon that is medically and commercially influenced to the extent 
that many PLWHIV with restricted funds could be marginalised. To that effect 
reinforcing the stigma and discrimination associated with childlessness was generally 
coupled with HIV.
5.3.4 Stigma and discrim ination:
‘There was a feeiing that we were different’
The theme “stigma and discrimination” emerged from experiences that participants
encountered from those delivering fertility services as well as from their families.
Their experiences were congruent with social stigma and were also associated with
negative attitudes and prejudices, stigma and discrimination:
There was a lot of negative attitude about HIV at the clinic. They made 
negative comments about HIV and whether we wanted to go ahead 
with the treatment. Then they said, they were not discriminating 
against us and I thought but you are! Why do you keep asking us if we 
are sure we needed the treatment all the time? We know what we are
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doing, we are not siiiy! There was a feeling that we were different. We 
had to be handled differently. It was definitely there. They were 
overcautious. I think it was them thinking they are trying to make it 
better for us but this made it worse for us when they thought they were 
trying to help, do you know what I mean? [Hillary and Marius].
I was really surprised by how they treated me. I was shocked that in 
this day and age, nurses treat you like that. When they were doing all 
the tests and doing a small thing like taking my blood the consultants 
and nurses wore double gloves, [Trisha].
The above extracts suggest negative professional attitudes that resulted in Trisha, 
Marius and Hillary separately experiencing negative social responses and attitudes 
that overtly encouraged social exclusion through regular questioning. Over­
questioning and double gloving were construed as stigmatising and discriminatory. 
These behaviours appear to suggest that health care providers feared HIV 
contamination. The suggestion that Hillary and Marius were “handled differently”, 
denotes that they became victims of behaviours and attitudes that were observed to 
be different from other patients. These attitudes appear to represent concepts of a 
“spoilt identity”. In so many ways, due to HIV, they are seen as unsafe and 
contaminated while accessing fertility services. On the other hand, fertility clinics 
were also deemed less helpful:
My consultant wrote a letter of support to the fertility clinic which was 
to support my application for NHS funding but they refused to forward 
the ietter alongside the application, [Leanne].
Leanne suggests gate-keeping, power and control when HIV consultants attempted
to advocate on her behalf. It is claimed that this was linked with her application not
being considered wholly. Thus for some, stigma and discrimination became
internalised and sometimes it was anticipated from fertility services.
Thus, the connection between stigma and discrimination is noted further when 
participants like Angie and Leanne perceived racial prejudice:
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They are focusing on my age and that I have a child of my own so we 
will not be able to access fertility treatment. I feel at the moment it 
seems that because I have HIV, I am not able to access the treatment 
that I need to get pregnant, [Angie].
I ]ust thought she pressed me down to pay for the treatment because 
of my race. They say things like that. Because, I am of the Asian 
background they thought I have a lot of money and I should be able to 
afford fertility treatment or otherwise ]ust to adopt, [Leanne].
Angie and Leanne’s stories reflect how fertility treatment is placed within the
constructs of the medical model. This medical model is intertwined with concepts of
reproduction, physiology and age. Furthermore, race and ethnicity are presented as a
further discourse influencing how stereotypes about individuals’ ability to afford
treatment are judged. However, in Angie’s life-world, age and how fertility treatment
services are delivered within the health system were seen as constructs that
encouraged discrimination, whereas, Leanne suggests that stereotypical attitudes
reinforced health disparities. These disproportions appear constructed through race
and class discourses that judge and encourage discriminating against PLWHIV
seeking parenthood.
In order to challenge discrimination and stigma, HIV support organisations were seen
as sources of support, helping participants through the fight for treatment:
It was us being assertive and having THT behind us and as I said 
having his consultant involved. This helped us to challenge the 
decisions we felt were unfair and to fight for the services we needed. It 
was really helpful; we would have struggled very much without their 
support, [Hillary and Marius].
The above extract outlines the fact that institutions such as THT are meaningful
resources towards being assertive whilst seeking representation and support.
Marius’s HIV consultant was not only seen as an agent for treatment but for
strengthening and asserting service provision.
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Contrary yet in parallel with internalised stigma, Angie was worried about being 
judged for forming a relationship and looking at parenting with a partner who is HIV 
negative:
I am receiving support from [anonymous agency] but I cannot tell them 
that I need help with getting fertility treatment to have a child with my 
boyfriend. This is a new relationship anyway so I ]ust do not want them 
to know. The thing is my boyfriend is not HIV positive and I am so I am 
not sure what they wiil think about this. You know they could think I 
haven’t told him and]udge me for it and stuff. Of course I told him but 
you never know what these professionals think of situations like this 
after having a lot of groups about keeping yourself and other people 
safe, [Angie].
It would appear that Angie’s ambivalence was associated with a sense of worry and 
internalised stigma. It seems this was linked with the legitimacy of her relationship 
with her partner who was HIV negative (did he know she was HIV positive?). This 
ambivalence seems as though it was linked to her own knowledge about the 
importance of disclosure and creating a safe sexual relationship. She had learned 
this from THT support groups. It is suggested that self-disclosure of HIV to an HIV 
negative partner may lead to consensual unprotected sex in order to have children. In 
speculation, Angie presumably did not feel obliged to engage in safe sex in order to 
avoid the likelihood of transmission. This seemingly increased her level of reluctance 
in seeking support. In any event, Angie infers a process of seeking positive social 
purpose (in the relationship) through parenthood.
Parallel to the idea of expected stigma, additional reluctance to seek support from 
HIV charitable organisations was linked with concepts of hetero-normality:
I don’t go to them anymore... They have this attitude that makes you 
feel that they do not want to support anybody outside the norm for ]ust 
gay men. This is my experience from it and from the time I worked with 
XX. They are very pro-gay, that is for sure. They do not help anyone 
else as much as they want to help gay men. There were a lot o f things 
I saw that made me realise that they are ]ust there to support them. I
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will not go to them for help because I know what I got from them, 
[Leanne].
Leanne articulates a perspective suggesting that HIV support is focused on men 
having sex with men. Whilst this could be linked with internalised stigma, this view is 
linked with HIV discourse around HIV preventative strategies that have, in the past, 
widely focused on homosexual groups because they were considered as most 
vulnerable to HIV. On the other hand, it is likely that Leanne’s experiences are linked 
with discourses of sexuality and gender relations that favour one sexual orientation 
against the other. She claims that there is an unequal distribution of HIV-related 
support. For her, these reinforce pre-existing inequalities among PLWHIV who are 
already requiring support within a society/life-world already deemed as 
discriminatory. This is an interesting contrast where distribution of resources 
previously signified power imbalances in favour of heterosexuals within a mainstream 
society.
This theme suggested that accessing fertility treatment in many cases was 
associated with stigma and prejudice, which led to some participants feeling 
marginalised. On the other hand, internalised stigma, prevented access to support 
that could have helped with fighting for treatment. Nevertheless, stigma and 
discrimination preventing fertility treatment seemed greater than the latter.
5.4 Emotional experiences associated with accessing fertility treatment: 
‘Why us, why me?’
This third theme exposes emotions encountered by participants when they sought 
fertility treatment. Participants confronted numerous complications associated with 
procedures that hindered a smooth process in achieving parenthood. Although 
resilience is seen as a factor that helped participants to deal with their infertility and
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strengthened their ability to pursue fertility treatment, this section suggests that 
participants remained emotionally vulnerable throughout the process.
5.4.1 Intrusive procedures:
‘The treatment process made me uncomfortable...it  was unbearable’
Participants who underwent fertility treatment reported that the procedures were 
physically intrusive and emotionally draining. The intrusive nature of infertility
treatment affected participants. Typical experiences suggest that distress,
devastation and frustration emerged when going through intrusive procedures:
She went through taking hormone medication every day and we were 
devastated that it did not work. My other half and I were equally
desperate for a child and had placed all our hope in it. You can
imagine the let down and distress we went through, [Malvern].
This was realiy frustrating and very disturbing to her because she was 
doing it in not a normal way...That was also very intrusive and it’s not 
normal trying to do it on your own and putting your sperm in a syringe. 
It was strange really but I was hopeful that it would work but it didn’t, 
[Rean].
Meaning was located towards engaging in invasive procedures in order to comply 
with social norms around parenthood. Distress and devastation appear to represent 
the inability to cope with treatment failure and a possible loss of control. In a sense, 
Malvern articulates the social construction of a female-gendered body located within 
gender discourses where Malvern’s partner underwent treatment to aid pregnancy. 
On the other hand, Rean’s explicit narrative seems to represent the role of men’s 
sperm and men’s contribution to reproduction. There is an inference that the process 
of accessing fertility treatment as well as desperate feelings for children is not gender 
specific. As is evident from this, men and women played a part towards reproduction
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and they also shared emotional feelings of devastation when treatment was 
unsuccessful.
We went through all the tests such as full STI tests, fertility tests. As I 
told you before, we did 7 lUTs and 3 IVF’s so they were quite a lot. All 
the treatments were not successful. They said they did not know why. 
They said it was an unexpiained infertility because, yes I was in my 
thirties, I was healthy and I was eating the right diet. I had to put on 
weight to reach the optimum weight to get pregnant. Ahh, all my 
hormone levels were great. Everything was right. We had really strong 
and healthy embryos but I just did not get pregnant. The frustrating 
thing for us was that they could not freeze the embryos. So we had 
quite a few embryos that were healthy. The last time, we had 12 
healthy embryos and they only put two back because they were 
worried about mixed co-infections. That was frustrating because if they 
had frozen those, we would not have had to go through the processes 
again and again, harvesting the eggs and all the rest of it. The whole 
process was just a frustration. My emotions were like a roller coaster 
actually because they were up and down with the treatment. I was 
very desperate to have a child. I really went loopy. It was quite 
traumatising when it didn’t work because of all that effort and sacrifices 
we put into it, [Hillary and Marius].
The frustration associated with repeated cycles of treatment procedures seems
evident. Their experience appears to impact on their physical (in terms of tiredness)
and emotional engagement. It appears that various intrusive procedures resulted in
unsteady emotions. Enduring emotionally demanding procedures seemingly
represented commitment and sacrifices in order to become a parent. It seems
treatment failure endorsed a permanent loss and developmental crisis, which led to
extreme distress.
Undergoing repeated medical procedures appeared to cause pain and violation of 
privacy:
I am usually a private and shy person and the idea of the doctor or 
nurse checking my private parts and the treatment process made me 
uncomfortable but I had to do it. It was unbearable and quite tiring. 
Then I had two miscarriages this made me anxious all the time I went. 
It’s a waiting game, wiil it work this time, and can I manage? I could
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not know if my body could actually carry the baby. I felt like I was 
someone eise. I was sad and frustrated all the time. I wanted to be like 
other women, [Trisha].
From the previous extract, Hillary and Trisha suggest that invasive procedures are 
likely to cause women to experience feelings of discontent about their body. A sense 
of losing womanhood, identity and developing an altered body image is noted. Trisha 
suggests that anxieties and a sense of sadness resulted in levels of uncertainty 
during fertility treatment especially as she had already lost babies through 
miscarriages. Trisha appears to highlight that real womanhood and manhood is 
associated with natural fertility abilities and child-bearing. Most participants went 
through fertility treatment secretly and in isolation. A typical example is drawn from 
Rean:
Then, I was dodging off work to go to the clinics because I could not 
take time off work. I could not explain to people at work where I was 
going to. I could not share my private life with colleagues and that 
made it very difficult, [Rean].
The term “dodging off work” paints a picture about a life-world lived in secrecy,
isolation. Perhaps due to the stigma linked with infertility and HIV itself, enduring a
struggle to maintain secrecy implied avoiding that stigma. It seems that a sense of
commitment and sacrifice enabled participants to be pragmatic about enduring
emotionally challenging and intrusive procedures. Conceivably, enduring these
procedures re-constructed the idea of becoming a father or mother whilst
oxymoronically childless.
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5.4.2 Isolation and helplessness:
‘You just feel by yourself and there is no extra heip’
There was a general sense from all participants that the absences of adequate 
support resulted in participants feeling unsupported and isolated during the process 
of accessing fertility treatment:
You just feel by yourself and that there is no extra help out there. I 
have not really been bothered with accessing other help because we 
are now just doing it on our own. I no longer have the time and the 
energy, [Leanne].
Although we were open about our situation, we had family and friends 
and the HIV charitable organisation helping us but we faced too many 
problems throughout the process. You are on your own basically and 
you have to get on with it. It is a horrible experience, [Hiilary and 
Marius].
We do not have anyone else helping us; we do not know who else to 
go to. We feel like we are on our own, [Angie].
It is a lonely world. We are sad and lonely inside but around friends 
and family we have to pretend everything is ok. What eise can we do? 
[Keisea and Trev].
We had to manage everything ourselves. The thing is we cannot really 
talk to people about it. We dealt with this privately and never told 
anyone or our families and friends, [Rean].
Leanne; Angie; Rean; Kelsea and Trev all articulate the process of fertility treatment
as a lonely journey. There appears to be an element of concealing HIV-related
infertility issues yet in their life-worlds, feelings of isolation, anxieties, and devastation
are experienced but only discussed with a partner. In contrast, when familial support
is available, feelings of isolation appear linked with one being an expert in their life-
world such that only they truly know the reality of their journey. “Others are not living
it so they cannot fully understand it.” Thus it seems, not talking about their
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experiences exacerbated feelings of segregation and isolation even when 
professionals, family and friends’ support existed.
Some PLWHIV saw struggling to access services as a sign of punishment. Angie felt 
that the system is punitive and that it fails to consider couples with newly diagnosed 
fertility issues wanting children:
It seems that he is being punished for wanting to be with an older 
woman, who is HIV positive and has her own child. Why should I be 
punished for having HIV and being older? Surely, I should be allowed 
to have a child with my husband despite my situation. It’s just not fair. 
We have tried everything. I Just have to give up because the process is 
hopeless...! Just want to concentrate on myself, [Angie].
It appears that a sense of punishment is congruent with feelings of helplessness.
Angie describes a social world where PLWHIV who require fertility treatment seem
invisible. In that respect, feelings of helplessness and disheartenment led to some
PLWHIV seeking alternative treatment therapies: f
It was really difficult for my wife. I was helpless because it was her 
going through it more than me. We will not try it again; it is too tiring, 
torturous and emotionally upsetting. We won’t be able to handle it 
again. We may just need to go to Africa and get help from a traditional 
healer back home. It may work, you never know, [Malvern].
Going through fertility treatment was considered torturous, and it was difficult to think 
about repeating the journey. Therefore, failed treatment implied another loss and 
disappointment. For Malvern, this implied travelling to Africa to seek help from a 
traditional healer. Ryan sought to continue praying. Thus, hope for parenthood is re­
directed to supernatural interventions. Continued hope and resilience are presented 
through a process of negotiating any possible source considered powerful to affect 
parenthood.
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5.4.3 Distress:
‘I fe lt like pu lling  m y hair out and pu lling  m y skin o u f
When the prospects of having children became blurred, emotional suffering was 
linked with crying:
My wife was crying all the time. She struggled with managing her 
feelings. She always asked why us, why me. Obviously no one can 
answer that question, it’s hard. It was really hurtful that the process did 
not work but my wife was more hurt. I can cope but it is her who found 
things really difficult, [Trev].
Asking questions such as “why us, why me” [Trev] suggested distress and searching
for meaning or an answer. This represents loss and grief. The absence of an answer
seemingly caused pain, anger and sadness. As a man, Trev asserts discourses that
men appear to control their feelings and present as invulnerable when their partners
are challenged with infertility. Regulating emotions however, was a challenge for
some:
The process is like bereavement or loss of family. The process of IVF 
made me feel suicidal. I felt I would rather die because, my emotions 
made me feel crazy. I felt like pulling my hair out and puliing my skin 
out because I struggled with managing my emotions, [Rean].
It is painful. It is actually traumatising when you are told they cannot 
help you and you have to get back home on your own. It was very 
difficult. It is heart-breaking, [Leanne].
Rean vividly shows an experience of distress. He suggests that distress is not only a
female experience. He presents vulnerability, suicidal and no internalisation of
feelings. As Leanne presents her trauma and heart-break, in complementing Rean’s
experience, it is supposed that emotional distress linked with infertility is not only a
female problem. Even men grieve when there is a loss of manhood, real fatherhood
or even perhaps the inability to extend family lineages. Leanne’s feelings represent
loss of motherhood.
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Rean reported that pressure from a partner increased stress and challenged the 
survival of relationships:
This was not good for my relationship because the stress and strain on 
us was too much to bear. We separated because of the stress, [Rean].
It is likely that a sense of blame and guilt placed on infertility was instrumental in 
straining and breaking Rean’s relationship. However, in some relationships, levels of 
perseverance were reported. An equal desire to seek parenthood strengthened 
Hillary and Marius’s relationships even in the presence of traumatising fertility 
experiences:
I think if you haven’t got a very strong relationship; it would cause a 
really huge strain to relationships. It made us stronger if anything, 
[Hiilary].
Essentially, participants generally sought supportive fertility care during their journey 
of seeking normal lives:
I ]ust wanted to have children and I needed to be supported through 
this process. Making children is a good thing. Having HIV does not 
mean you need a care assistant to give you in]ections everyday but it 
is a normal life I live, [Rean].
The above extract demonstrates that Rean sought to be seen as an individual aside
from his illness. Rean shows readiness to accept support with the fertility treatment
process. This appears to deviate from discourses suggesting that men facing
infertility problems are not readily prepared to share their experiences or seek help.
\
Rean confirms that life with HIV is normal and so is a desire to achieve parenthood.
5.5 Positive experiences
Whilst most participants encountered various pitfalls during the process of accessing 
fertility treatment, Trisha frames a positive experience with the fertility clinic as well as 
the process of seeking treatment:
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I was referred to the fertility clinic by my HIV doctor. He is the one who 
arranged it all for me. I went for one cycle of treatment that was it. I 
was really lucky. The only problem was the tube being blocked. I was 
still young, I was thirty. Not really young but at the borderline.... My 
friend used to do the hormone injection at home for me, that sort of 
thing. It is a long process and it took me about 6 weeks. From the day 
I had the consultation, I started the pilis and the embryos were fine, it 
took about 6 weeks. I said to myself if I get to thirty and I have not 
done it then I will not do it. Then I said, if it doesn’t work out then at 
least I have tried. It was not going to stress me if it had not worked. I 
would have given up and not have gone back for the second time. It 
was not so much stress. Every step was exciting and the next step 
exciting and so on. Yah, [Trisha].
Trisha’s account demonstrates how she positively constructed a new identity. Age is 
identified as an important factor for reproduction. As previously alluded to, this 
corroborates with discourses supporting age and childbearing. She further delineates 
the role of womanhood and the importance of childbearing prior to reaching middle 
adulthood. This interconnectedness between age and reproduction apparently 
contributed to the reconstruction of identity. On the other hand, the medical model 
through consultants constructed her infertility and negotiated services. This 
negotiation encouraged selling fertility treatment as a procreative product. Trisha 
streamlines a smooth transition to parenthood that seemed enjoyable and less 
stressful. Perhaps parenthood signified a developmental stage rather than an 
obligation where biogenetic parenthood was made a success. This experience is 
different from other experiences reported and it suggests that the stresses, loss and 
grief related to traumas as well as resiliency are contingent to individual 
circumstances.
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5.6 Summary of findings
This section explored the lived experiences of seven PLWHIV who accessed fertility 
treatment in order to achieve parenthood. Their experiences suggest that when 
PLWHIV experience infertility, their first reaction is to seek medical assistance to 
understand the reasons associated with difficulties with conception. This may be 
common in the mainstream. However, when participants sought medical assistance, 
the presence of HIV posed further reproductive difficulties. Thus, medical 
explanations enabled understanding whether HIV alone was the cause for infertility or 
whether additional factors such as sperm count, gynaecological and other health 
issues contributed to the constructs of infertility. Participants who accessed fertility 
treatment presented the following issues:
• HIV negative male experiencing fertility problems such as low sperm count 
with either a positive or negative partner.
• HIV negative female with additional fertility problems associated with 
difficulties with ovaries, recurring miscarriages and blocked tubes with a 
positive partner.
• Sero-discordant couple with co-infections such as hepatitis and haemophilia. 
Whilst the above issues were individually located and explained according to diverse 
unique experiences, participants suggested that individual health problems and the 
health status of their partner contributed to new identities such as “childless” or 
“infertile”. In that regard, participants’ infertility needs were dominantly framed within 
biomedical models although cultural, familial and individual influences constructed the 
reality of infertility. Additionally, the medicalization of infertility encouraged PLWHIV to 
rely upon this model to understand their illnesses and to re-construct new identities.
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On the other hand, cultural norms and values shaped participants decisions to seek 
fertility treatment as they sought to conform to wider societal norms.
Gender differences were noted when participants drew upon how they addressed 
infertility issues in their relationships. Women tended to actively seek fertility 
treatment whilst men appeared to take on the responsibility of support. Men in this 
position appeared to buffer recurring emotional burdens that they and their partners 
experienced. In these instances, it is suggested that some men either internalise 
feelings or acknowledge childlessness better than their partners. Contrary to this, 
men like Rean vividly disclosed emotional distress and an inability to cope. In that 
regard, both men and women within both sero-concordant and sero-discordant 
couples appeared to share painful feelings associated with the loss of fertility or 
subsequent treatment failures.
As infertility was understood in the context of the medical model, findings suggest 
that PLWHIV in this study expected health providers to adequately meet their fertility 
needs. This was through examinations and interventions. Three interviews explored 
how medical tests helped with understanding that natural conception was not a 
possibility. This suggested that medical advice helped negotiate acceptance of 
infertility. All participants expected treatment through the National Health Service 
(NHS). Given the claim from others that HIV consultants during infertility 
consultations commended NHS funded fertility treatment, it is likely that this 
heightened their expectations to receive NHS funded treatment. Moreover, the 
observed notion of gate-keeping by professionals represented health care staff as 
agents of power and control. Consequently, a lived reality of challenges and barriers 
towards access to treatment was evident.
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For example, fertility treatment costs were reportedly substantial for all participants in 
this study. Therefore, adjusting one’s lifestyles in order to prioritise accessing fertility 
treatment implied sacrificing time and money to pay for treatment. Only two 
participants reported receiving financial assistance for one I VF cycle. This help was 
obtained following a long process of “fighting” for services which involved employing 
HIV charities to help with complaining and challenging the system. High costs of 
treatment represented the discourses around commercialised fertility services. The 
commercialisation of fertility treatment appeared to drive experiences of inequality 
and division of participants by affordability creating class bias. Only those able to fund 
treatment successfully pursued the process by either supplementing NHS funding or 
paying the full costs. Those without savings and with little financial capacity felt 
punished; unfairly treated or marginalised.
The discourse of health disparities among those with complex health issues was 
endorsed. Allocation of fertility treatment funding appeared to depend on the 
geographical base of participants. What appeared to be a postcode lottery, made it 
difficult for some participants to receive treatment in one area than those in another. 
This was mirrored in equal measure with travelling to access treatment, apparent 
across all participants Interviewed.
An interconnection between infertility, age and what was deemed as racial or HIV 
discrimination was noted. When these factors intertwined, discrimination was 
reported. HIV-related discrimination was experienced when participants observed 
staff wearing multiple gloves or when they were deemed to be over-compensating for 
HIV and infertility. This resulted in feelings of being stigmatised and feeling different. 
Moreover, racially insensitive language and prejudice were reportedly experienced 
when a GP expected an Asian patient to afford paying for fertility treatment due to her
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ethnie background. This approach appears to reduce autonomy and choice whilst 
racial prejudices could have been in danger of discriminating against a patient, 
excluding them from a service they genuinely desired or their right to biological 
parenthood. Arguably, the provision of fertility treatment did not appear to lend itself 
to the consideration of additional individual circumstances in the context of PLWHIV’s 
pursuance of parenthood. That is, the provision of fertility treatment is only limited to 
the criteria of eligibility and not outliers such as cultural norms, stigma and personal 
circumstances.
The findings suggest that PLWHIV may feel desperate to have children when they 
face societal pressures to achieve parenthood. A new relationship is reflected as a 
determinant for additional desire and desperate feelings to have children of their own. 
This encouraged the use of fertility treatment. Whilst having children in either a new 
relationship or a pre-existing relationship is viewed differently within the Asian and 
African cultural contexts, a common theme was a desire to have children of their own. 
Thus, the absence of children appeared to strain or stress relationships, this stress 
progressed after unsuccessful fertility treatment. Additional pressure from friends, 
family and society prolonged feelings of loss, grief and devastation. As the constructs 
of infertility stemmed from various sources, unsuccessful access to treatments and 
failed treatment cycles presented further divergences from the cultural and familial 
norms of motherhood/fatherhood/parenthood, therefore posing further feelings of 
loss. '
Thus, those unable to succeed in fertility treatment experienced significant emotional 
turmoil such as suicidal thoughts and an on-going emotional battle. These feelings 
are supported by the loss and grief theory asserting that emotional responses to
infertility loss and grief may continue over one’s infertility lifetime (Daniluk 2001).
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Hence, from the point at which participants realised their infertility until the stage 
where infertility became irresolvable through treatment, participants endured various 
emotional challenges despite their resilience. Due to lack of support from family and 
fear of being stigmatised by professionals, the process of accessing fertility treatment 
further increased loneliness and isolation. The use of HIV voluntary organisations 
appeared to help participants through their fighting by empowering them to access 
the services of their choice. Paradoxically, others feared stigma or discrimination from 
supporting agencies. Nonetheless, participant experiences showed that HIV-related 
fertility treatment can be mapped within the discourses of advocacy. For this reason, 
the role of support agencies empowered best outcomes for PLWHIV vulnerable to 
marginalisation although provision of services was ultimately reliant on the discretion 
of service providers.
On the other hand, positive experiences resulted in efforts applied and sacrifices 
made being considered worthwhile.
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Part 2
FINDINGS ON ADOPTION
5.7 Introduction
This section presents the findings from five participant interviews exploring 
experiences of PLWHIV accessing child adoption services. Participants who went 
through adoption are presented in Table 4 below.
Table 4: Summary of participants who went through adoption
Particioant Pseudonvms □emoaraDhic Ootion Outcome
Interviewee 1 Gary (White) Single homosexual 
man (+)
Adoption only Unsuccessful
interviewee 2 Hillary (White) 
Marius (White)
Heterosexual couple 
(male +)
Fertility
treatment then 
adoption
Successful
Interviewee 3 Alan (White) Single homosexual 
man (+)
Adoption only Successful
Interviewee 4 Jenny (White) 
Dean (White)
Heterosexual couple 
(male +)
Adoption only Successful
Interviewee 10 Gabriella (White) . 
Bred (White)
Heterosexual couple 
(both +)
Adoption only Successful,
international
adoption.
+ denotes HiVpositive
Table 4 indicates that two single homosexual men went through the adoption 
process. One was successful. Gary applied for adoption as a single man; however, 
his interview reflected the wishes of his non-cohabiting partner. This will be evident in 
the excerpts pertaining to his experiences. The remaining three couples were 
heterosexual white couples. They all succeeded through adoption. All participants 
who went through adoption were from white backgrounds. Therefore ethnic diversity
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in this section is less in comparison to fertility treatment. It is unclear whether or not 
this suggests that formal adoption is not common among many Black and Ethnic 
Minorities groups in the region where this study was conducted.
Child adoption was pursued when fertility treatment was ineffective or by virtue of 
personal choice or sexual orientation when natural conception was not a possible 
option. This section illustrates that adoption is not comparable to biological parenting 
involving pregnancy and childbirth. Moreover, it is also different from the concepts of 
fertility treatment that rely on the medical model. Therefore, participants’ experiences 
within adoption services represent a shift from hope that was located within a medical 
model that was projected to facilitate biological parenthood. The social model 
incorporating social services and legal parenting provided childless individuals with 
increased hope and potential to become parents. This opportunity is located within 
concepts of permanency and familial care arrangements for children who are victims 
of poor parenting. Moreover, adoption is characterized by ideals of nurturing and 
social parenting where parenting rights are granted through court proceedings.
Participants’ experiences range from the adoption consultation stage, assessment 
stage to post adoption. Participants within early stages of adoption applications were 
involved with child adoption services for a period of at least three months. This 
ensured that participants’ experiences were considerable. Successful adopters were 
either waiting to have their children placed in their care or their children were already 
living with them. Therefore individual narratives will reflect on varied experiences 
within the adoption system. Their experiences are therefore interpreted and 
understood within their individual contexts although common experiences are 
underlined from a interpretative engagement with data.
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From this, considerably common and distinct experiences between fertility treatment 
and biological parenthood are evident. It seems adoption was either a last resort or 
an only option for those unable to achieve natural parenthood. This is because 
realisation of permanent infertility or childlessness was associated with loss and the 
grieving processes. At the time participants were considering adoption, they had 
accepted their loss and had created a new identity parallel to childlessness.
Thus, the resilience theory frames participants’ ability to cope with life crises and 
adversity associated with childlessness and the uncertainties of going through the 
adoption pathway. On this journey, potential parents renegotiate and seek new 
identities as prospective adoptive parents because of their perceptions and 
capabilities. From these experiences, meaning was placed on adoptive parenting. 
Their lifeiworlds focused on managing HIV-related stressors and achieving adoptive 
parenthood. This section therefore presents themes that emerged from the analysis 
of adoption experiences. Themes emerging from this analysis are presented in Table 
5 below.
Table 5: Themes emerging from adoption experiences
Theme Sub-themes
Socially constructed 
childlessness
• HIV and its bearing on pursuing adoption
• Sexual orientation
• Familial and societal pressures
Fighting through adoption • Utilising charitable organisations
• Inaccessible information
• Positive experiences
• Stigma and discrimination
Anticipating a future with adoptive 
children
• Contingency planning
• Feelings experienced after successful adoption
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The theme “socially constructed childlessness” presents how participants formulated 
their childlessness and how this influenced decisions to pursue adoption. Fighting 
through adoption depicts challenges such as stigma, discrimination and power 
conflicts experienced through the process of pursuing adoption. Anticipating a future 
with adoptive children covers how participants prepared for adoptive parenthood. 
These themes are illustrated in the table below and presented further.
5.7.1 Socially constructed childlessness
This theme identifies childlessness as a socially constructed concept that motivated 
participants to adopt children. Diagram 5 below provides a flow, indicating how 
participants constructed their infertility in respect of adoption.
Diagram 5: Construction o f childlessness influencing adoption
Social Contruction
Constructs of infertility and childlessness.
Inability to achieve biological parenthood. HIV a dminant fact»r. Voluntary and Involuntary 
childlessness among sero-discordantand sero-concordant relationships.
Infertility confirmed through medical tests and Voluntary childlessness associated with
unsuccessful fertility  treatnjent cycles.______ transmission prevention or sexual orientation.
Intervention proposed within the social model.
Adoption as an alternative or only option.
Constructed adoption assessment criteria.
Inconsistent adoption assessment criteria. Assessments are influenced by various contructs and 
discources linked with, health needs, gender, class or sexual orientation.
The construction of childlessness is associated with infertility status, heterosexual or 
homosexual couples’ unsuccessful biological parenting or voluntary unwillingness to
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pursue bio-genetic kinship parenthood. Part 1 has already explored the construction 
of infertility experiences that mainly resulted in medical interventions. These will not 
be repeated here. However, some participants whose fertility treatment was 
unsuccessful also pursued adoption as an alternative route for parenthood.
Whilst the majority of heterosexuals choose adoption due to infertility, among both 
heterosexuals and homosexual couples, factors such as stigma, familial and societal 
pressures also played a part in the social construction of childlessness (whether or 
not fertility treatment was sought).
5.7.2 HIV and its bearing on pursuing adoption:
‘In the middle of the process I found out I was HIV positive’
Alan had initially commenced adoption procedures without knowledge of his HIV 
status. As a result of a new HIV diagnosis during adoption assessments, he decided 
to terminate his adoption assessment:
In the middle of the adoption process, when I did the medical 
assessments, I found out I was HIV positive. Through 
counselling, I decided that was not the right time to go for 
’ adoption because I needed to consider the HIV. It took me a
few years to deal with the diagnosis before I started the 
process again, [Alan].
The above extract is particularly relevant in showing that HIV diagnosis can be an
influential factor preventing PLWHIV from pursuing a desire for children. Alan
rationalises the importance of dealing with a new HIV diagnosis prior to pursuing
adoption. There is an element of loss and grief that Alan outlines as an important
factor to address. On the other hand, there is a suggestion that the medical model,
embedded within constructs of social work assessment, is influential in the
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recruitment of adoptive parents. Alan’s story suggests a sense of responsibility 
symbolised by withdrawing from the assessment process.
For some, adoption was determined at the point of irresolvable infertility problems:
I had cervical cancer and was referred to an operation. So after 
that because of the operation, the hospital put us in touch with 
the social services. It was the adoption people and then the 
process began after that. It started from there because we 
knew we could no longer have children and that there was a 
reason that we could no longer have children. ... There were no 
ifs and buts about it. And we started the process didn’t we? We 
had no other option we just had to go for adoption really, 
[Jenny and Dean].
It appears that Jenny and Dean considered adoption as their only and last resort for 
achieving parenthood. There is an inference that Jenny’s operation helped her to 
understand the reasons for her infertility and to make an instant decision about 
adoption. Based on this experience, pursuing adoption seemed a result of involuntary 
childlessness. From Jenny and Dean’s suggestion, professional involvement 
influenced the creation of a new identity as potentially adoptive parents. Arguably, the 
hospital’s referral both influenced and endorsed their loss of fertility; facilitated the 
construction of childlessness and created the reality of adoption in Jenny and Dean’s 
life-worlds. It is delineated that Jenny and Dean became handicapped by infertility 
such that they were so drawn by the need for a child that they made a choice to 
pursue parenthood with no biological links.
Marius and Hillary explored individual feelings and the implications of HIV on their 
future health and lifestyles:
I wanted to try natural childbirth but Marius wanted to give 
fertility a go before considering child adoption. When fertility 
treatment failed we decided to go straight for adoption because 
we already knew that’s what we wanted. We had already 
discussed that before going for fertility treatment that we would
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adopt if we needed to. We decided to go straight for the
adoption because we had already lost a lot of time trying the
treatment cycles which did not work. We didn’t want to waste 
more time because I was already getting older and didn’t want 
this to be a problem for us, [Hillary and Marius].
It seems that natural childbirth was initially desired in order to achieve the biological 
connectedness. A risk minimisation approach opposing risking HIV transmission is 
rationalised and framed within medical hope. Adoption appears to frame voluntaristic 
intuition around the option of non-biological parenting. That is, they had lost control 
over their bodily reproductive ability and the reality was that treatment was no longer
an option, therefore adoption had to be a voluntary decision. Perhaps this reality
represented loss in social identity. The norm, status or identity usually gained through 
the realms of biological parenthood were no longer feasible.
On the other hand, the above extract suggests that discussing parenting options prior 
to pursuing fertility treatment or adoption involved negotiations which in themselves 
appear therapeutic in their decision making. A shared commitment towards achieving 
a parenting identity is perceived. Hillary and Marius suggest that time and age were 
factors influencing parenthood. Perhaps Hillary was facing a personal crisis through 
the possibility of not being able to achieve parenthood within an age that is 
considered socially acceptable. This supports how the interconnectedness between 
age and parenthood constructs family formation and parenthood. Whilst these factors 
also influence reproduction, they are also influential variables in achieving 
parenthood.
Resilience and coping with childlessness seems to be defined by overcoming 
unsuccessful fertility treatment, adjustment and taking control in the transition 
between fertility treatment and adoption. Yet, comparing it with fertility treatment, it 
seems Hillary and Marius were liberated from repetitive, intrusive medical procedures
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they had narrated in the previous section. For them, adoption became a last resort 
towards achieving parenthood.
5.7.3 Facto rs  in flu e n c in g  adop tion  experiences:
7 have a iw ays w anted  to  adopt, i  n e ve r w an ted  m y  ow n  ch ild re n ’
Sexual orientation and personal choice were additional factors that influenced 
adoption. Homosexual men in this study had not considered fertility treatment 
although one homosexual participant who had previously been married without 
children expressed the possible future consideration for surrogacy. For Gary and 
Alan, fertility treatment was not considered prior to adoption. Equally, child adoption 
was seen as a route allowing Gary and Alan to have their own children. Alan explains 
his position:
I have always wanted to adopt. I have never wanted my own 
children. So, I never, in terms of fertility treatment or anything 
like that, been interested. From being a teenager onwards, I 
have always spoken about adoption for children who wanted 
families particularly for children who were difficult to place. 
Because, there are a lot of children out there who are always 
difficult to place for so many reasons. The area I have always 
focused on is learning difficulties and I also work with children 
in that sector because that has always been my interest from a 
child. It is an unexplainable reason; I don’t have a reason why. 
It’s just always has been there, [Alan].
It appears that Alan’s sexuality was considered as an equivalent to involuntary
childlessness given that he is homosexual. On the other hand, the discourse that
homosexual men deviate from gender roles located in heterosexual relationships is
delineated. In light of his sexuality and his early childhood, the desire to adopt seems
to be linked with altruism towards children with disabilities. Sexual freedom from the
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ideals of the nuclear family is portrayed. Further, the discourse that homosexuals
tend to adopt “hard to reach” children is indicated.
A change in sexual orientation, from heterosexual to homosexual led to Gary thinking 
of having a child with his partner. In addition to this though, an element of altruism 
was observed:
After I had two unsuccessful [heterosexual] marriages and I 
decided to give adoption a go. I needed to offer something to
the community. In particular people who are in need and
people who are either disabled or they have similar categories 
as I am, HIV. I don’t have my own child. I would like my own 
biological child; don’t get me wrong. I could consider a 
surrogate mother or someone with HIV to have a child with but 
right now my partner and I want a child and we agreed to 
adopt. I have to decide about adopting somebody because I 
feet very strongly about, this issue, [Gary].
There is an inference here that Gary held procreative consciousness and desire for a 
biological child despite his sexual orientation. However, Gary highlights how he re­
defined his identity from being heterosexual to homosexual. A sense of fatherhood 
and a family life is sought within a same sex relationship. From this, Gary depicts that 
family formation is dynamic and fluid. That is, family formation and parenthood no 
longer fall within the ideals of heterosexuality. He presents different constructs of 
parenting and fatherhood. Therefore, he deviates from the dominant discourse of 
heterosexism. He depicts a need to conform to practices associated with 
homosexuality in order to achieve parenthood. Arguably, Gary’s desire for biological 
parenthood and surrogacy suggests that he sees bio-genetic parenthood as a 
preferred option to adoption. The idea of sero-sorting represents the discourse of 
protecting others and safer sex, seeking a social identity between two HIV positive 
individuals, prevention of re-transmission, avoiding social stigma, and mutual support 
for each other.
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Historical legislation preventing gay adoptions was considered discriminatory and a 
hurdle for having children. Alan indicated that this barrier delayed his wish to have 
children for a number of years until legislation was changed to promote gay/lesbian 
adoptions:
So actually, the first time, I ever considered adoption, it was 12 
years ago. At the time, you could not adopt as a couple. But, I 
was single then but you could not adopt as a gay man because 
the law came in around 2007 so that would have been around 
2000 or 2001, [Alan].
The changes in the Adoption and Children Act (2002) influenced Alan’s decision to 
adopt. It is inferred that the absence of such legislation delayed his ability to adopt. 
Thus, a sense of acceptance and securing parenthood was encouraged by legislative 
changes.
V  ^  ,
Going through the adoption application process also lessened the pressure from 
family members and friends who frequently questioned why some couples did not 
have children:
There is a lot o f pressure to have children. Like when we got 
married, people were asking us when we would have children. 
Initially, none of my family knew about his HIV, only two of my 
friends knew. HIV was like the death word. You didn’t tell me 
that your family did not talk about it. So I went in and I started 
talking about HIV and they were all like ummmpppph. But they 
were all supportive. If you are not open with your family and if 
no one or a few people know, the pressure they give you is 
enormous. Then if you adopt, they will ask why you are 
adopting, why are you not having your own? If you don’t want 
to lie to them you end up disclosing that you are HIV positive. 
Not a lot of people want to do that, [Hillary].
Family pressure seems to obligate some PLWHIV to seek infertility treatment and
adoption. However, the secrecy around adoption appears linked with both the
infertility stigma and the adoptive parenting stigma. On the other hand, disclosure is
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depicted as being an aid for receiving support from family and friends. There is an 
indication that the stigma is rooted in the socially constructed views of normal health 
and biological parenting.
It was established that childhood experiences such as being an adopted child or 
being a young carer encouraged some participants to adopt children:
/ came from a family o f 5 brothers and 1 sister. I ’m the first in 
line... I was adopted by my grandparents... I was supporting 
my younger siblings and they subsequently came to live with 
me in town. I was supporting them and had major 
responsibilities for them. They taught me a lot as a single 
parent and to raise my siblings. I feel I am ready to start my 
own family, [Gary].
Gary considers that his childhood experiences help him to understand the demands 
of parenthood. Gary’s interpretation of his childhood elucidates the importance of life 
skills and how these may be utilised in parenting and modelling children. Gary uses 
his experience to construct his reality of childlessness and to rationalise his readiness 
to become a prospective adoptive father. Inversely, using gender discourses, Gary 
portrays himself with an “imagined motherhood role” that is often associated with the 
provision of nurturing and ensuring safety. Further as a homosexual male, he 
exposes invisible gender differences located within same sex parenting suggesting 
that any parenting Gary will deliver will be free from various gender expectations.
Adoption campaigns in effect encouraged participants to approach local authorities to 
be assessed as adoptive parents. Common experiences are drawn from Hillary and 
Gary:
I had seen an advert looking for adopters in my area and one 
area away from us. They were looking for adopters so we 
decided to approach XXX council, [Hillary].
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There are a lot of adverts on the bill board splashed, 
everywhere about adopting children so it surprises me why 
they are being so difficult when they seem desperate for 
adopters, [Gary].
The above extracts present adoption as a commercialised process similar to assisted 
reproduction. There is an element of objectifying and commoditising infertile couples 
and children requiring permanent homes. This is done through advertising to increase 
adoptability yet promoting permanent separation of the child from its birth parents to 
promote adoptive parenthood. In that sense, adoption campaigns increased optimism 
and encouraged PLWHIV to make adoption applications in the belief that they would 
be accepted in the adoption system. Some interpreted these campaigns as fate 
helping their future “plans to have a child to come together” [Jenny and Dean]:
There was a policy push to place children for adoption. So 
there was a sort of dictât that went out saying we need some 
adopters, in a sense it gave us encouragement about the 
process and we felt, this was a possibility for us to have our 
children together, [Dean].
Being aware of other PLWHIV’s adoptive successes also increased Hillary’s hope
and encouragement to apply for adoption:
We know someone in area XXX who had gone through with 
XXX and were successful adopters and we knew this. When 
we made our application we knew that it may be difficult but it 
is also possible that we may be able to adopt, [Hillary].
An element of social comparison is seen here. As others with HIV succeeded in
adoption, so Hillary and Marius expected success. It seemed that this increased their
hope in moving towards achieving a social identity. Anticipated challenges are linked
with expected and internalised stigma.
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Whilst it was evident that adoption was an alternative way to achieve parenthood, 
Gary’s desire was influenced by serious child protection case reviews and the 
discourse of the provision of stability and protection;
I need to show to the local authority that this will not be another 
Baby P or Victoria Climbie case with their adopted child. I know 
that there is a lot of child exploitation going around without the 
local authority knowing. I know that there are a lot o f vulnerable 
children who are craving for a stable life and stable families. In 
particular people who are in need and people who are either 
disabled or they have similar categories as I am, HIV. They
don’t have a chance to enjoy life because they are placed with
the wrong people or families as they should have. Children 
have been placed with the wrong families and it’s not fair for 
children. So! They should assess me; I will show them I can do 
it better than they think but it’s not easy to be assessed, [Gary].
Altruistic feelings were associated with knowledge around the impact of child abuse
to children. Perhaps media played a part in increasing the desire to adopt. Gary
depicts a positive self-imagé. He portrays the failures in safeguarding practices as the
discourse of safeguarding and protection that is associated with adoptive parenting.
Gary seems to suggest that stigma and discrimination create a barrier preventing
adoption assessors to see that he is safer than other families but this can only be
proven following an assessment.
5.8 Fighting through adoption:
‘It’s all about fighting but in the end It was positive that ail’
The metaphor “fighting” is used in this theme to indicate the on-going fight that was 
demonstrated by PLWHIV when they pursued adoption. Participants engaged in 
endured adoption procedures that were complex to break through yet allied with 
stigma and discrimination. Thus fighting through adoption reflects the battle to 
achieve a social status of parenthood.
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5.8.1 Inaccessible adoption services: 
‘The process is not easy’
For Gary, commencing the process of applying to become an adoptive parent was 
difficult due to the lack of information and resources:
No one gave me information. The process is not an easy one. 
It is not as easy as ABC. You don’t know where to start, you 
don’t know who to go to, and you don’t know who to contact or 
talk to. When I saw the advert from XXX, I decided to contact 
them. I spoke to a man; he did not give me any other advice ... 
or face to face interview. I called again and another person 
gave me the details of another team. It was still the adoption 
team with XXX who I contacted but they were not very helpful. 
They referred me to go to an open event at their local library 
but when I went there, they were not very helpful, [Gary].
Gary identified challenges centred on access to information. Gary's experience 
alludes to the lack of knowledge or guidance that impacted on his ability to initiate the 
adoption process. It is inferred that lack of information, support and guidance was a 
barriers to instigating the adoption process. Hillary indicated that enquiries relating to 
information regarding adoption gained no response. Excerpts below present common 
experiences:
Right frorri the beginning, I rang XXX and XXX Local Authority 
and I could not get hold of them. I sent emails explaining my 
situation asking to make an application to adopt but no one 
returned my emails. XXX were terrible, they were a terrible 
adoption service. They did not return any of my emails or my 
telephone calls, [Hillary].
The social worker asked us if we wanted some help with 
understanding adoption and how it works. She mentioned 
adoption preparatory training programmes but no one got back 
to us. It was very unpleasant; they could have communicated, 
[Gabrielle].
Poor responses from agencies implied challenges in navigating through these
systems. Lack of communication is perceived as an additional barrier preventing
PLWHIV from accessing adoption services or support groups such as adoption
preparatory groups. A sense of demoralisation and mistrust appeared to increase
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uncertainties and negative perceptions about adoption agencies. Thus, the lack of 
communication was associated with incompetence:
They just didn’t communicate. I think it’s just a lack of 
competence; it’s not Just my experience, it’s people from XXX, 
and from work who say it. It becomes a Joke. It should actually 
not be a Joke, it’s quite serious ... / can’t understand why, 
because case loads and the nature of the Job is such that you 
want to minimise the amount of confrontation ... but then, they 
could also do better at how you deal with people, [Alan].
It is seems that poor communication implied absence of sensitive practice. High 
caseloads were rationalised as barriers preventing social workers from recognising 
the dynamics and the needs of PLWHIV, and from understanding how their practice 
may cause emotional vulnerability. Therefore, participants felt that poor 
communication from social workers resulted from HIV disclosure. For example:
I told them everything. I disclosed everything about our 
circumstances. We thought it is better to be upfront from the 
beginning. But, no, I was not very impressed. They never got 
back to me... It was an appalling adoption service in this day 
and age you would not think that there is, still such negative 
attitude about HIV, [Hillary].
They asked about my health. I said, be my guest. I fold them 
about my HIV and my mental health but after that no one got 
back to me, [Gary].
The above excerpts represent openness, transparency and a need to portray 
genuineness from the onset. It appears that openness was intended more to increase 
opportunities rather than creating barriers. Thus, when some participants were not 
considered, stigma was perceived. There is a suggestion that HIV disclosure during 
early stages of adoption processes led to exclusion. On the other hand, fear of 
disclosure was associated with internalised stigma, anxieties and doubts about 
possible discriminatory practices. A common experience is deployed by Alan:
I was really nervous. Because, I was concerned about stigma 
because we came across this with social services and we
’
heard people talk about this in the support group. It did not 
change my anxieties about approaching other agencies ... / 
was concerned about stigma ... but actually, very quickly, it 
became quite apparent they were not interested. There was 
nothing I could have done but I just had to continue trying, 
[Alan].
It is not easy to disclose and when you disclose you hope to be 
treated fairly with the illness. From the beginning, each time we 
emailed or telephoned a local authority, we told them about the 
HIV. It’s better than doing it at a later stage, at least they will 
know that fact from the beginning. The process is that which 
we found appalling. It is emotionally draining because you are 
never treated the way you expect. When you disclose, it seems 
they think you are not fit to look after a child or something, 
[Hillary].
The excerpts above rationalise internalised and expected stigma. This was linked 
with worry and anxieties about reliving negative attitudes and ignorance, and facing 
the social stigma associated with HIV. On the other hand, fear of disclosure was 
confirmed by what is portrayed as professional prejudice, located within a lack of 
interest. Thus feelings of powerlessness were claimed. It is demonstrated that fear of 
disclosure can be associated with meanings and labels that are usually assigned to 
HIV. Therefore, disclosure was intended to break the stigma in the hope of being 
treated fairly.
Therefore, it was common that participants sought support from HIV support workers 
with the view to being assertive and to potentially increase the chances of their 
applications being considered fairly:
We managed to adopt because we were assertive. Having 
XXX behind us and ... having his consultant involved helped 
immensely, [Hillary].
I received a lot of support through XXX where we had support 
groups. The leader there was helpful and he found out a lot of 
information for me and told me to approach XXX agency that I 
used in the end. They helped me with counselling, preparation 
for adoption and speaking to other gay men who had adopted 
and helped me. I decided that was not the right time to go for 
adoption because things had moved on since the last time
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when I was diagnosed and I did not want to go through the 
horrible previous experience, [Alan]: v
Whilst the use of charitable organisations was intended to help with fighting through
adoption systems, support groups increased emotional and mental readiness for
attempting to achieve parenthood. Counselling was considered therapeutic in
reducing anxieties associated with intrusive and sensitive discussions arising during
assessments. On the other hand this facilitated grief and reduced isolation through
sharing similar experiences and receiving support from others helped in the same
situation. It seems that involvement with support agencies and support groups helped 
'  '
in the management of grief, thus strengthening resilience.
Some participants suggested that adoption is dissimilar to natural child birth because 
one needs to go through a psychological preparatory process linked to dealing with 
trauma in order to adapt to a certain level of thinking and a particular temperament, 
as indicated:
People do not seem to realise what kind of mind-set you have 
to get into in order to do it. Adoption is not an easy process, 
when you have HIV and other issues going on, you need to be 
focused and you need the right support. Some of these 
problems, you ]ust can’t manage it on your own. You need to 
be in the right frame of mind and to be strong to get through it. 
Having XXX group was obviously helpful for me because, I 
knew there were others going through the same problems you 
know. [Alan]
The above extract demonstrates a transitional process from childlessness to 
adoption. It assumed that such preparatory activities symbolise a process that proves 
that one has addressed their trauma associated with childlessness, HIV diagnosis. A 
process of re-defining a new self-image is depicted as a route towards resiliency.
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5.8.2 Stigma and discrimination:
‘It has nothing to do with HiV’
Some participants reported that social workers attempted to sway them from the 
adoption process:
When we told them about the HIV, they did not say directly we 
could not adopt, but they said to me that yes, you can adopt 
but it will not be very easy, so you need to contact us. That was 
it. I contacted them but they never responded, [Hillary].
The excerpt above seems to symbolise language that is presented to discourage 
Hillary from pursuing adoption due to HIV. Paradoxically, disclosure was seen as a 
barrier, as opposed to a gateway for trust and opportunity:
I was really offended by the letter they wrote to me when they 
looked at my application. The key issues in the letter were: you 
might not live longer to have a child; basically that’s what it was 
saying. I was like, how can you say that. You have not 
contacted my HIV consultant or my GP, how can you say that. I 
was absolutely angry, [Alan].
Alan depicts negative stereotypes and judgements seemingly created before any 
formal investigations or health assessments were undertaken to confirm his diagnosis 
and prognosis. Refusal of Alan’s application in the absence of medical confirmation 
represented organisational power and control and a sense of helplessness in the 
potential adopters. This appears to be contrary to the prevailing medical/health 
discourse considered in adoption where medical experts are employed to confirm the 
health of adopters and adoptees. In that, either late disclosure or early disclosure 
alike, potentially strengthens gate-keeping, stigmatising attitudes and resistance from 
adoption workers to accept PLWHIV in the adoption system or marginalisation.
Thus, it appeared common among all participants that when HIV was not sensitively 
acknowledged, stigma was associated with the lack of a professional or life 
experience. A typical example is drawn from Gabriella and Bred:
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...especially at the hands of a newly qualified, twenty five year 
old social worker, who was himself new to adoption services, 
whose only qualifications were base level, it becomes very 
difficult to change the mind-set o f young people who may not 
have experience with HIV and with no real life experience of 
snubbing, [Gabriella and Bred].
Supplementing perceptions of stigma was Gabriella and Bred’s allusion to the 
complexity of stigma. As HIV is not an obvious illness, there is an inference that any 
discrimination around their illness is located within the assessment process. Thus, 
newly-qualified social workers were deemed less culturally competent or less able to 
deal with sensitive issues linked with HIV. Dissatisfaction led to some participants 
challenging discrimination:
We have told them a few times that we don’t think that is right 
that they ignore us after we disclosed HIV. We had to 
challenge them, [Hillary and Marius].
They refused to assess me because they said I was gay and I 
was single. I made a complaint. Once I made a complaint 
formally, she wrote back and said that, if  you are going to do 
that we will postpone the adoption. I ]ust think they threatened 
me like that because they did not want to be accountable for 
their bad practice; they were really anti-gay, [Alan].
Formal complaints regarding suspected discrimination implied that PLWHIV sought to
have their voices heard by team managers. On the other hand, Gary’s vulnerability
within the adoption system appeared to be exacerbated by his complaint. Alan’s
claim infers the discourse that gay men are not seen as legitimate families to adopt
because they represent a displacement of nuclear heterosexual families. This
perhaps links with alternative assumptions that children adopted in gay families may
be victims of sexual victimisation or confused sexual identity, poor behaviour, poor
socialisation and poor parenting. As they are brought up by same sex parents they
are considered to be deprived of understanding the opposite sex. Thus, power and
control are depicted as sources for what is portrayed as an oppressive practice used
in postponing Gary’s adoption application when social workers felt it was appropriate
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within their terms.
Parallel to power and control, risk aversion was associated with discrimination that 
was in turn associated with fear of making mistakes:
Social Services rang me up and they said based on their 
medical advisor, we are not clear on what your life prognosis is 
and therefore we are finding it very difficult to decide whether 
we should go forward or not. I could not accept that the 
medical advisor for the panel could not make the decision one 
way or the other. They just sat on the fence. What I was told 
was that they sat on the fence and they would not advise one 
way or the other. I think this is generally true for doctors but 
maybe I ’m wrong. They are very risk adverse are they not? 
They will not put anything in black pnd white unless they are 
sure they can back it up, [Alan].
I think they were just over-cautious, that is the problem and this 
leads to many people feeling prejudiced against especially 
when they are not clear o f ins and outs of HIV, [Marius].
These accounts depict that risk aversion was linked to professionals’ fear of being
accused of health discrimination. Moreover, over-cautiousness or inconclusive
decisions led to feeling prejudiced. Thus, negative medical feedback heightened
anxieties and uncertainties regarding the adoption process. A typical example is
drawn from Hillary:
They refused to accept our request for an assessment and did 
not give us the reason for this. When we challenged them, they 
then said, this has nothing to do with HIV, and I was like, why 
are you saying you are concerned about whether adoptive 
children may be affected long term by Marius’ health if it has 
nothing to do with HIV (laugh). You know what I mean 
(emphasis).... Obviously, it is a concern that adoption 
consultancy does not share a common ground, there is still a 
disparity from health professionals on what is a healthy person 
to an unhealthy person, and you are relying on a consultant 
who is going to support you, [Hillary].
These accounts illustrate concerns about indirect discrimination that may be 
presented in disguised language. PLWHIV suggested that professionals attempt to 
justify any potentially discriminatory practice by separating HIV unduly from the
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assessment process. The discourse of professional discretion and sensitivity could 
be linked with moral hazards that sometimes result in directly refusing services on the 
basis of HIV. The metaphor “this has nothing to do with HIV” appears to symbolise 
the language used to divert from discriminating behaviour. This corroborates with the 
concept of reductionism. Reductionism here seems connected with the convention 
that, in the presence of stigmatising or discriminatory practice/attitudes, professionals 
separated HIV as an entity that is disconnected from the body of PLWHIV even 
though the reality is that they are connected entities.
When some participants observed stigma and discriminatory practices that prevented 
them from accessing adoption services, this resulted in looking for adoption services 
further afield. This mirrors the discourse of adoption tourism, also depicted in the 
fertility treatment findings as reproductive tourism. For example, Alan, Hillary and 
Marius, Gabrielle and Bred report going through an average of three local authorities 
and adoption agencies before they were accepted for assessments. A typical 
representation of this experience is suggested:
I rang different social services countless times. When I started 
the process and they told me they could not continue with my 
assessment, I was thinking I have spent 6 months already. So 
now I have to do it all over again but that’s what I did, I just 
started the process all over again with another agency, 
although I had to fight my way through it again, but they 
assessed me in the end, [Alan].
When I called XXX, they told me that because I lived in the 
local area, this would not be suitable but they agreed to assess 
me and we adopted children from that area. [Hillary]
He told me that because I live in centrally in XXX, the adoption 
process will not be feasible, [Gary].
Frustration associated with repeated efforts of contacting adoption services, 
undergoing screening procedures and being rejected is noted. It seems that in order
to maximise hope and to increase the chances of adopting a child, there was a
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necessity for repeated assessments or using agencies that were further afield. Whilst 
this symbolised commitment and hope, it portrays adoption as an intervention for 
those in despair. That is, despite the challenges and frustration within the system, 
one would endure the fight to achieve parenthood. On the other hand, 
inconsistencies relating to assessment criteria and adoption protocols are revealed 
This linked with the ideology that agencies devise assessment protocols in order to 
meet their own goals. This encourages ambiguity, power and control over how 
assessments of adopters are undertaken.
With this regard, the adoption assessment process was perceived as unnatural. Alan 
saw this process as that which allows social workers to create inaccurate judgements 
based on a snapshot interview process:
This woman had met me for only 90 minutes yet judged 
aspects of my life. Because I spent a lot of time with my 
grandfather and had regular contact with my father, she put in 
my report that it was an obligation to see my father and that 
there was no emotional connection. I never said that, that was 
not true. We had a relationship with him. Tm thinking, you met 
me for 90 minutes. Things I said, things that had happened, the 
relationships I have had. They made huge leaps from one thing 
to another that were not true. They say you are being assessed 
but I don’t think you are. You are actually being Judged. I think 
they are making judgements about you, from there and that 
point on. I think any adopter feels that. I think that’s how it is. I 
think it is an accepted realm of what is the right thing for the 
child. I think a lot of people are assertive for a reason because 
along that they want a child, [Alan].
There is a suggestion that social work assessments are linked with personal values,
morals and prejudices. These can be applied in the construction of misconceptions
resulting in unfavourable conclusions that undermine one’s adoption assessment. As
Gary experienced:
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You ring for the first time and you go for the information 
evening, from that you have your initial meeting with the social 
worker. From that point you are being judged. I said, that’s fine 
but you are making a Judgement on HIV and you are not 
making a Judgement on anything else. I said you are in no 
position to make that Judgement. That is your own ignorance, 
[Gary],
Gary rationalises that focusing on HIV could result in prejudice and in social workers 
missing a holistic and true picture of potential adopters’ capabilities. Adoption 
assessments were therefore seen as judgemental, rather than a process involving 
professional judgements as Hillary recalled:
I have been shocked by the attitude and prejudices that, social 
workers have against HIV people. It’s appalling, it really is. No 
matter how much training you do as social workers, people still 
have prejudices and feelings and. you know people with HIV 
will always feel this, [HiilaryJ.
Training was therefore not considered sufficient in reducing prejudice or
discrimination. On the whole, it seems those applying for adoption felt that social
workers were making a judgement about their HIV and not their ability to adopt, or
their ability to provide a safe and loving environment for a child. For this reason,
those who were unsuccessful through the adoption system felt undermined as
individuals:
I have the knowledge. I have the know-how; I want to change 
things for the better. I am a very placid person. I am in control 
of the situation. I am a fighter. The discrimination I am going 
through is Just not good. It is the children who suffer at the end 
oftheday,[GaryJ.
Disrriay around negative attitudes is displayed However, fighting was considered 
necessary to achieve parenthood. Moreover, the absence of fighting and 
discrimination were seen as instruments for the prolonged suffering of children in
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need of permanency. Paradoxically, adoption procedures were considered 
inequitable:
Adoption is a process that ummh, (siience) that is not inclusive. 
It does not welcome people in circumstances such as mine. 
They say that’s what they want to do, but it doesn’t. The pain I 
experienced through HIV, the mental health, the anguish and 
traumas I experienced were too much for me. It was like 
putting the iron oh the fire to sort of reshape and make it a 
shape you want to make it. I am a fighter so I wiii continue 
fighting until I have a child, [Gary].
Recounting historical traumas appeared to reaffirm resilience, managing loss, 
recreating self-identity and social identity in the essence of fighting. The term fighter 
thus continuously, symbolised a sense of control over Gary’s life and illness in order 
to overcome HIV-related marginalisation.
5.S.Z Power Imbalances:
‘The power Is In the social worker’s hands’
In terms of adoption, power was considered to be within the hands of social workers, 
management, adoption panels and medical advisors who made decisions about 
whether or not those applying for adoption will be considered. Participants believed 
that control issues were related to how institutions delivered the service, as 
highlighted thus:
The trouble is that if you want to adopt, the power is in the 
social worker’s hands. So there is no way I want to challenge 
that because I will just comply with everything that they say. I 
win sit at home and wait for the letters because I don’t want to 
sit at home and rock the boat. I think, if you are getting into that 
territory, we will have more barriers, [HiilaryJ.
Social services ruthlessly apply, protect and seek always to 
extend their zealously guarded powers. These powers are, 
after all, the means by which they enforce their passionately 
held sociological and political ideologies, [Gabrielie and Bred].
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Men and women who cannot have children feel powerless
because they are at the mercy of social services aren’t you?
[Alan].
Power dynamics were noted in terms of the length of adoption assessments and the
period of waiting to hear the outcome of applications for fertility funding. Waiting
periods were characterised by constant battles against fear of being judged or 
jeopardising any professional deliberations. Professional power was also located in 
the intrusive nature of assessment processes, often involving numerous 
professionals in order to make detailed assessments regarding whether or not 
individuals or couples may progress in the adoption process:
I know it took us a long time but we had lots o f interviews and 
lots o f people coming out to our house ... three different social 
workers were involved and you have to go through the process 
repeatedly if you want to have a child. If you give them the 
impression that you are not prepared to do it they think you are 
not interested full stop, [Jenny and Dean].
It seems there was a constant tension over the need to manage privacy around HIV 
versus allowing adoption assessments. When HIV was repeatedly mentioned by new 
professionals, this tension surfaced in the form of submission to intrusive 
interventions in favour of the wider goal of achieving parenthood. This tension 
appeared to be acceptable in the context of the hope of being approved as adoptive 
parents. The desire to become a parent apparently forced those being assessed to 
be submissive in order to accomplish their goal:
Sometimes, they make you wait and wait for a long time for 
correspondence or some kind of contact from the social 
worker. It is really frustrating. There is no way I want to 
challenge the way they do things because I will just comply 
with everything that they say. I wiii sit at home and wait for the 
letters because I don’t want to sit at home and rock the boat. If 
you become too assertive, you can end up on a very bumpy 
road that you are jumping through the hoops, [Alan].
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As with the fear of challenging discrimination, there appears to be a further sense of 
worry about “rocking the boat’ [Hillary] or Jeopardising adoption applications by 
asking questions during the process. Feelings of helplessness, inferiority, oppression 
and being controlled emerge. This is represented within Hillary’s constant worry:
“/ hope we did not jeopardise our chances by making a 
complaint’, [Hillaryj.
However, when formal complaints were made, this led to antagonism:
She was quite antagonistic. Yes, she sort o f said, what wouid 
you like to see as the outcome of this. I was like, I don’t know 
your policies ... She went on with this for ages^ basicaliy she 
said, myself and the team leader feel that we should postpone 
the adoption process. When the assessments were completed, 
I was quite pleased and relieved. I was not going to have any 
hassles. It had gone to that point where you don’t have social 
workers visiting every week, [Alan].
Feeling overpowered is evident. However, relief and liberation are experienced at the 
completion of assessments. This suggests that the assessment process was fraught 
with challenges and demands, which were endured through fighting and commitment.
Essentially, Alan felt that the decision making process followed by social workers 
embedded a sense of power and control. This power was seen to cut across health 
assessments, sexual orientation and class biases:
Gay men or couples that cannot have children have to give 
their power to people who don’t know who they are. Those 
people can be quite judgemental about your life and 
experiences and they can make huge judgements that really I 
think unless you are a psychiatrist and a psychologist or 
something (laugh) you do not have the power to make those 
judgements about someone. Because of the nature of their 
jobs they make judgements. This simply results in people 
either having children or not, that’s it, [Alan].
) Social services refused to accept the expert advice from my
HIV treating consultant. The consultant wrote a letter about my 
HIV status and lifestyle but the social worker did not put these 
through, [Gabrielia and Bred].
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The above extracts rationalise professional power that seems to be associated with 
legitimate power and expert power. Decision making processes were seemingly 
exerted on participants who found themselves powerless to challenge judgements 
and decisions. Imbalance in power seemingly led to professionals disregarding HIV 
expert medical advice or supporting evidence. In that regard, authorities absolute in 
their decision making with the justification of legitimate power.
A sense of powerlessness, leading to “giving in" to the expectations of authorities was 
reported:
I initially wanted my son to be placed before Christmas so that 
he spent Christmas with me. The social workers had told me 
that this was not possible because the foster carers had made 
plans for the child around that time, so we had agreed that he 
would come after Christmas. So, I arranged my holiday with my 
friends with the hope to finish decorating his room and the 
finishing touches after my holiday. But the social worker 
decided to change things without teliing me. I received a phone 
call from the social worker telling me that they will be bringing 
my son home two days before Christmas. This was only 
because the foster carer had some last minute changes or 
something in her personal life going on. I was not even given 
time to prepare for this and they just expected me to say ok. I 
was really angry actually. I was angry about it ... They forget 
who you are. They treat you like (long pause) ... They forget 
that you also work in a profession ... You sort of think, treat 
people with respect. In terms of what your needs are; it is quite 
hard to say, they don’t see that, you end up feeling like what 
about us, whaf about him, what about me. It is quite difficult 
really, [Aianj.
Feelings of regret around being rushed to take on the child before à previously 
agreed timescale are emerging. This seemingly limited Alan’s time to ensure the he 
was fully prepared to receive an adopted child. Alan’s extract suggests vulnerabilities 
increased powerlessness when his needs, choice, desire and voice were 
undermined.
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5.8.4 Conflicting discourses
‘Best interests are unilateraily and transparentiy poiiticaiiy driven’
Participants going through adoption perceived that their adoption experiences were 
influenced by how gender, sexuality and class are constructed within adoption 
systems. An example in Gary’s experience shows how he perceived the adoption 
system as a structure that favoured applicants from middle class backgrounds who 
are considered to be financially stable to look after an adoptive child:
Between you and me, if I approach another agency to adopt. 
I ’m sure they would not give me a chance. They would offer the 
opportunity to someone else because of social status, financial 
or whatever. Homosexual, transgender and those people with 
no full-time job with no house or a puppy, or children, they are 
treated as not second but third or fourth class citizens. That’s 
how I see it, [Gary].
Gary located the meaning of his experience within discourses of social class and 
adoption. Perhaps because Gary was unemployed and gay, he internalised or 
expected stigma relating to homosexuality and the notion that he was not a high 
earner. He frames his views in line with hetero-sexism and the idea that adoption is 
constructed for those who earn high incomes and are able to financially invest in 
adoptive children. This corroborated with the ideology that there were negative 
professional attitudes around working class people seeking to adopt. As a result, this 
created barriers linked with stigma and discrimination. Gary perceives this as being 
treated as “second class citizens”.
As a single gay man, Alan suggests, he was considered to have low emotional 
intelligence:
Being gay was certainly an issue for them. She said, because 
you did not have normal teenage relationships, we do not think 
you are emotionally mature. And I thought, you don’t know me 
and you are making a big leap and what do you mean by
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normal and I would like to know this. The attitude was 
obviously quite tricky and it is quite difficult to work out why. 
There was still an issue about being a single man. There was 
that issue of being a single male and adopting is not a good 
idea or safe something like that. There is stiii that perception 
that single men are predators ... paedophiles and all that ... 
The social worker had this view that: “why would a single man 
want to be a parent?’’ She said to me, you are single, it is not 
about HIV. The agency was like, because you are a male, we 
don’t think you have the emotional intelligence or the social 
network to adopt a child, [Alan].
Alan further deploys homophobia, sexism, gender and sexual constructs suggesting
that men/gay men are not suited to nurturing children. The above excerpt represents
a lived perception around an exposé of how professional misjudgements are
stigmatising and discriminatory. The concept of emotional intelligence is seemingly
applied to mask gender-based biases. There is therefore an element of loss and grief
being portrayed suggesting that single male parenthood as well as sexual orientation
prevents adoptive parenthood that is in line with societal norms. His sense of
manhood and masculinity seem compromised because of the ideology that
homosexual parenting is less favourable for an adoptive child’s psychosocial and
resilience development. There is an inference that homosexuals looking to adopt are
not seen as preferential social parents. Subjective professional values and social
expectations seemingly discourage single men from parenting.
In that sense, the consideration of homosexuals was seen as rhetoric and a means 
towards meeting statistical targets:
The local authorities have to advertise adoption and do what 
the law dictates and says. They have to fiii in statistics. They 
have to do interviews by speaking to people but from certain 
1 ethnic numbers or other groups. They have to complete
numbers. More than that I think they are reluctant to encourage 
people from homosexual communities, or single men and 
single parents to come forward in order to adopt, [Alan].
The above extract illustrates an assumed discourse of marketing adoption as a
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commercial activity that seeks to attract adopters within a minority population of the 
adoption system. In Alan’s reality, the recruitment of ethnic minorities, homosexuals, 
PLWHIV and single men seemed illusory. Paradoxically, only one heterosexual 
couple like Jenny and Dean reported minimal challenges with their adoption 
applications. Perhaps the negative experiences represent the notion that PLWHIV, 
single men and homosexual groups are seen as “last resort” adopters. Thus, 
adoption is revealed as a system that is incompatible with the interests of adoptive 
parents with HIV as reported:
I still think that adopters are at the bottom of the list in all this in 
terms of who they are interested in. They are interested in 
children first and I think that that is absolutely right then they 
are interested in birth parents after that and then you are at the 
bottom of the pile. If the child and their perception of the child 
and the parents don’t get what they need then it is not easy for 
adoptive parents to be considered so you can forget it, [Alan].
Alan depicts feeling handicapped by childlessness and the adoption process
particularly as his role as the adoptive (social/doing) parent was not fully active until
he was legally granted an adoption order. This construes discourses suggesting that
adoptive parents are powerless within the care system and fully considered as a
parent with rights unless the child is fully placed in his care. The adoption triangle
involving birth parents, the child and adoptive parents increased complexity in leaving
adoptive parents feeling as fictive or unreal parents, feeling devalued by a chosen
option of becoming a social parent. This again raised the notion of the last resort
parent:
HIV parents, even as parents of last resort, would surely bring 
more to a child than any institution? Social services will tell 
you, however, that adoptive children are already damaged by 
their early re]ection, and that they cannot risk such damage a 
second time around. And in the practice of their theories, they 
are in fact denying these children the life giving and nurturing
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opportunity of love, no matter how slim that opportunity might 
be? Why are adoptive children treated differently? Because 
social services, charged with the task of regulating adoptions, 
have deemed it so. ... Children in this country, have legal 
protections but not rights. Potentialiy, as HIV parents, we would 
have a basis for legal challenge. Social services wouid
, undoubtedly see it as a self-interested act by “needy” HIV
victims, when this is not the case and whilst protesting that 
they themselves must act solely in the best interests of the 
child. ... Especially when their idea of those best interests is so 
unilaterally and transparently politically driven? [Gabrielia and 
Bred].
It is delineated that children and adoptive parents feel powerless in the hands of
social workers. Vulnerability is observed through internalised stigma as Gabrielia and
Bred perceive victimisation. The complexity within adoption is portrayed as a political 
drive that does not fully meet the needs of adopters and children. For this reason, the 
welfare of the child principle and best interest principles are depicted as being 
overpowered by social workers concentrating on HIV reducing permanency 
opportunities for children in need:
There is a complete “ideological disconnect” between social 
services definition of “the best interests of a child” and that of 
any normal sane person or, more importantly, child care 
professionals from more qualified, researched and ethically 
bound fields. Surely, it is in the best interest of the child to 
consider competent parents whether HiV or not but then of 
course, anyone sane thinks that, [Gabrielia and Bred].
There is an inference that HIV should not override the discourse of assessing
parenting capability and the best interests’ principle. It seems that due to conflicting
discourses and power differences, the best interests of the child are also undermined
during the matching process. As articulated:
It is about social workers thinking we want the best possible 
match for ourselves and for the child. We want that child out of 
care; you know all kinds of these things. It’s all kind of 
acceptable to them. That is why I think people end up being 
passive because you put your trust in those people and it’s 
hard, [Alan].
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Alan suggests that adoptive parents are powerlessness for the reason that control 
over the matching process is within the hands of social workers. It is deduced that the 
wishes of adoptive parents are likely to be undermined by key performance indicators 
requiring social workers to place children for adoption speedily. Alan expounds the 
ideology that there is no perfect adoption-match. It is assumed that the matching 
process is fluid in order to meet political and practical demands. For these reasons, 
Alan deploys the idea that, although trust is placed in the hands of social workers, 
adopters do not always adopt a child of preferred choice. This is a concept that is not 
common in natural parenting although assisted reproductive treatments now provide 
opportunities for choosing a bio-genetic child of preferred characteristics. Even in bio- 
genetic parenting trust is placed with the medical professionals to undertake the 
required procedures.
5.9 Positive experiences
W e were lucky because we had a good assessment social worker’
Not all experiences were unsatisfactory; some positive experiences included PLWHIV 
feeling reassured about confidentiality and receiving adequate support during the 
process of accessing adoption:
They came out and did the initial assessment and they 
told us that everything was fine and that we needed to 
complete all these medicals. We were like, that’s fine, 
and we expected it really. Although we feel we had to 
be assertive but it was quite ok with social workers. 
They did keep us informed so it made it easier to feel 
positive about the adoption team. To be honest with 
you, the fact that they said they wanted to see us after 
we had disclosed the HIV, we just felt positive from the 
beginning, [Hillary and Marius].
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Once Hillary’s application was accepted for the formal assessment, it seemed natural 
for her to anticipate on-going positive engagement with the adoption agency. It 
seems that positive experiences increase optimism. The notion that Hillary and 
Marius were kept informed allowed them to feel accepted within the adoption 
process. Positive experiences were also observed in the later stages of adoption:
The family finding social workers came to visit me at home and 
within a week they rung and said yes, we want to assess you. I , 
had no problem with what they were saying. They said we want 
to come and see you at home with the child’s social worker and 
show you a DVD and give you as much as we can in the 
situation, [Alan].
Positive professional relationships appeared encouraging, respectful, supportive and 
empowering. As such, the social work teams were considered positively alongside 
adoption teams and services provided as typically reported below:
XXX were a very good team and we were lucky because we 
had a good assessment social worker. Each time I called, they 
would return my call within the hour, [Hillary].
I went to the second opinion meeting. There were things we 
had to discuss in the meeting, which we did and she took notes 
and ail that kind of stuff and I did not mind to go through the 
process. All in all, I had a brilliant experience with my social 
^ worker. My social worker was good in reporting my APR
(adoption and permanence record), it accurately represented 
my situation. Well, she was brilliant, [Alan].
Listening and accurate report writing represented attentiveness, respect and perhaps
symbolising professionalism. It is inferred that the accurate recording reduced
anxieties about judgements and misconceptions.
Social workers’ interests in understanding HIV prior to an assessment suggested
respect, sensitivity and reduced anxieties about stigma or discrimination. Common
experiences are deployed below:
We were pleased we did not have to go through HIV all over 
again with all social workers we met. We did not want that, they
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had it in their records social workers referred to that. So we did 
not. It can be very frustrating to repeat your circumstances 
each time you are involved with a different professional. Don’t 
get me wrong, we are open and we talk freely about HIV but 
repeating things all over again can be insensitive and 
unnecessary, [Hillary and Marius].
We discussed HIV, my prognosis and how I was managing my 
illness. It was a non-issue to them as part of the whole issue 
they had to address and this did not have any weighting above 
any of the other questions they have to ask [Alan].
What happened was that, with the first social worker who came 
to visit me at home, she was honest about her limited 
knowledge and that she had not assessed someone with HIV 
before. So, she said she had actually researched about it and 
wrote some questions down which we discussed during the 
interview. Within a week they had rung and said yes, we want 
to assess you, [Gary].
There is a suggestion that positive and sensitive adoption assessment dialogues 
stimulated recovery from previous negative experiences. This appeared to encourage 
transformation from social suffering to positive experiences, the transition towards
growth in social identity, and the creation of a new personal identity towards
fatherhood or motherhood. Hillary and Marius appear to rationalise HIV as a sensitive 
subject therefore HIV-related cultural competence and sensitivity reduce frustration. 
They present a sense of normalcy arising when HIV is not considered a major source 
of concern during an assessment.
As such, the process of exploring adoption that required regular HIV disclosure and 
discussion appeared insensitive, yet it was a gamble taken in the hope of achieving a 
successful adoption:
I have done this three times. This is the third time I have done 
this. You know what is going to happen; you know what they 
are going to say to you, you know the procedure. I think it does 
not matter whether you do it the first or you do it the fifth time 
you do it. When you ring, you know that there are three stages 
that you have to get through and you know the group of people
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who will make the decision about whether you can be a parent 
or not, [Alan].
Alan’s experience was common among participants like Gabrielie and Bred, Hillary 
and Marius. This seems similar to the fertility treatment cycles where those who 
sought fertility treatment attempted numerous cycles before securing an appropriate 
clinic or conceiving. Nevertheless, the difference here is that parenting is considered 
by social work professionals opposed to treatment successes reliant on physiological 
interventions and the efficacy of medical interventions. Nonetheless, the above 
experience represents complexities in adoption and the notion of fighting for services 
where HIV and parenthood is concerned. Similar to fertility treatment, a change in 
agency provided hope for a positive experience:
When I changed agencies, I went with another authority that is 
in another area. That’s where my son is and it was a lot easier, 
[Alan].
We were lucky we did not feel discriminated against because 
of health. It was smooth; we did not have to fight through the 
adoption process. It was very smooth. The whole thing was ]ust 
meant to be. I ]ust beiieve that everyone has that path and you 
]ust follow that path and that’s what we did. We adopted a 
newborn baby. We were allowed to go to the Court for the 
adoption order. The mother was not in Court so the process 
was very easy. The mother did not contest the adoption so 
after the court we ]ust got back and we went to collect the child 
with the social worker. That was it, [Jenny and Dean].
When participants encountered positive experiences, this was seen as worthwhile.
Such experiences suggest that subjective views of social workers can also be
positive. Thus, social work power can also shape positive outcomes within specific
contexts of individual circumstances. Therefore a positive shift in one’s social identity
is depicted through the absence of discrimination, absence of fighting and a sense of
normality.
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Jenny found the availability of training = aimed at improving parenting skills and
preparing her for adoption to be positive:
But that actually did me good because not only did I learn 
about babies but the lady who was on the training panel at the 
children’s nursery was also the matron of the hospital. She 
knew me from the hospital when I had the opération and it 
helped me talk things through, [Jenny].
Training is depicted as a process that addressed any anxieties associated with
adoptive parenthood. Arguably, the process of training prospective adoptive parents
could be considered a socially constructed intervention because it is aimed at
addressing grief, preparing adopters to become competent parents and increasing
readiness to deal with challenges that may arise from children’s disrupted childhood
experiences. Jenny found this process helpful. Talking things through’ suggests
dealing with loss and grief. Seemingly, adoption preparation groups increased
resilience.
Because we had done fostering and had fostered teenagers for 
ten years we felt prepared for adoption. We fostered a lot of 
different children with very complex needs. Some of them had 
' been seriously neglected or sexually abused. Because
fostering is not permanent, we think adoption is now right for us 
to have a family of our own. Then they put us in a training and 
preparation group. This helped us really to prepare for the 
future as long-term parents and what they told us to expect. It’s 
not very different from fostering but it was about being sure we 
were ready and to understand that it is a permanent thing, 
[Hillary].
There is an inference that adoption offers permanency and a sense of normal
parenting and normal family as opposed to fostering. Hillary and Marius’s
experiences portray the idea that adoption offers permanent yet non-biological
kinship connections. For them, it offered a real sense of family life, motherhood or
fatherhood. The ideology of permanency is portrayed as desirable towards gratifying
parenthood. It offers certainty and stability, as opposed to fostering which is seen as
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temporary and uncertain.
it seems that positive experiences encouraged Hillary and Marius to prepare for 
discussing HIV with adoption panel members:
We went to the panel quite geared up to be asked about mixed 
ilinesses. We were surprised that the panel did not have to go 
through HIV all over again. The panel got factual information 
they needed in terms of, what is your prognosis, what is your 
CD4 count, what is my prognosis. That’s all they were
interested in. Thinking about it, they did not ask us about what
we wiii do if you had got Hi. I was expecting them to ask. Maybe
they were worried about being accused of stigma and 
discrimination. That would have been a fair question to me. For 
example, what I would do and how I would cope with the 
children. We were lucky we did not feel discriminated against 
because of health, [Hillary and Marius].
An apparent absence in discussing HIV led participants to wonder whether panel 
members feared being accused of prejudice and discrimination. Despite the 
contentious debates around HIV discrimination, Hillary and Marius recognised the 
relevance of questions pertaining to contingency planning in the event of parental
health deterioration. This raises the tension between the concepts of internalised
stigma and discrimination, positive discrimination and subjective views about 
professional attitudes and prejudices when discussing sensitive matters like HIV. 
Hillary and Marius suggest that discussing HIV can result in positive perceptions 
about the service, yet over-cautiousness about HIV-related stigma might also result 
result in anxieties and uncertainties about the true nature of the service they 
received. On the other hand, the panels’ preparedness and knowledge about HIV 
reduced Hillary and Marius’s anxieties yet raised suspicions about over-cautiousness.
This theme traced participants’ positive experiences through the adoption system. It 
seems that participants’ positive experiences were associated with feeling respected 
and valued by social workers. Social workers were seen as agents used to decide on
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their likelihood of adoptive parenting. As a result of positive experiences, the 
decisions of social workers were considered representative. For this reason, 
participants' fear of discrimination and their internalised or expected stigma appeared 
non-existent. Although positive experiences reduced anxieties and created positive 
social identities, when expected stigma and discrimination were not portrayed, this 
led to some participants feeling anxious about the outcome of their assessments. 
Fundamentally, the absence of discrimination was seen as “luck”.
5.10 Emotions associated with pursuing adoption
In addition to stigma and discrimination experienced by participants, adoption 
processes were associated with emotional factors such as isolation, helplessness 
and distress. These factors are explored in the subthemes below.
5.10.1 Worthlessness, isolation and heiplessness:
‘When you can’t adopt, they are saying you are worthless’
Some participants who perceived stigma and discrimination reported reduced self­
esteem and low confidence:
I think because of the stigma, you internalise that stigma and 
you think, aw ok, I can’t do this anymore and that’s how it is, 
[Jenny and Dean].
You think, when they teli you cannot adopt because of HIV and 
maybe they ]ust refuse to offer you an assessment when you 
disclose. Basically, they are saying you are worthless, so yes. 
I ’m worthless and they told me so again and ...you ]ust accept 
it, [Hillary].
You know, stigma brings you down. There was a lot o f stigma 
and discrimination attached to HIV, [Alan].
The above extracts suggest that stigma and discrimination resulted in low self­
esteem, a self-fulfilling prophesy and a lack of confidence. Despite such stigma.
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some participants went through adoption with little support from families and friends. 
A common experience is reported in Gabrielie and Bred’s experience:
None of our family knew, we went through the process alone, it 
is a lonely world actually. Sometimes, we felt like we needed to 
talk to someone else but, it was not easy. We relied on each 
other, it was only when we thought of going to adopt abroad, it 
would not have made sense to people to have children who 
look different from you without some explanation, [Gabrielie 
and Bred].
Adoption is portrayed as an intervention that is stigmatising. It seems, for this reason, 
adoption was proceeded in secret and this increased social isolation. It seems that 
inter-country adoption brings about the notion of difference. It is the notion of 
difference that portrays non-biological connections and increases the likelihood of 
stigma and stereotypes. Thus, meaning was located in disclosing adoptive 
parenthood in order to feel accepted by society and reduce stigma. Nevertheless, 
international adoption could suggest that willingness to accept a child from a different 
culture provides opportunities to create a family. Accepting difference in culture raises 
the discourse of adoption as a concept that allows childless individuals to build 
unpretentious kinship relationships and attachments. For Gabrielie and Bred, cultural 
and racial differences become invisible. On the other hand, the notion of difference 
suggests they are handicapped by childlessness. Conversely, international adoption 
symbolises the idea of feeling undermined by local adoption systems and feelings of 
powerlessness. As illustrated:
We tried as many local authorities as we mentally could. None 
of the local authorities seemed interested. That’s why we 
thought fighting this legally because we felt they concentrated 
on HiV basicaliy undermining our right to adopt. We did not 
want the stress but we knew our rights. We are absolutely 
angry with the adoption system in this country. In the end we 
decided to adopt from abroad and it was smoother then. How 
could we do that when there are children in our own country 
that we could have helped? [Gabrielie and Bred].
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The above extract depicts anger that is revealed towards a process deemed 
discriminatory. The term “fighting” referred to here, shows the challenge experienced. 
HIV-related discrimination is said to have prevented from happening a unique 
domestic opportunity towards achieving a right to parenthood. It seems the right to 
parent and to have a family was undermined by perceived HIV-related discrimination. 
For Gabrielie and Hillary, this also prevented opportunities for some children in care 
to enjoy a family life and a sense of permanency. The above excerpt suggests that 
discriminatory practices are likely to have a direct impact on both prospective 
adopters and children.
For those who endured domestic adoption, the process was considered long, 
arduous and stressful:
It was quite a stressful and lengthy process. It was really hard 
work. We attended meeting after meeting and besides the fact 
that we tried so many local authorities before we eventually 
found XXX where we adopted our children from, it just made 
the process long and stressful. When we were waiting for the 
panel’s decision were Just worried about what they were going 
to say to us. We were not going to give up though, if  XXX 
refused to assess, we were going to try another area, [Hiliary].
Hillary portrays uncertainty from a stressful adoption process that appeared blurry
due to various levels of scrutiny. A sense of “fighting” for and persistence in achieving
a positive outcome is also interpreted when contact was made with various agencies
without success. Fighting for adoption and not giving up were seen as features
embedded in resilience and tools towards transforming one’s self-image to become
an adoptive parent. This experience reveals a compensatory process which suggests
that adoptive parents like Hillary seek out coping strategies that are situated in the
devoting of time and commitment in order to prove their potential. This appears to be
an investment incomparable to biological parenting. Constant negotiation and
compromises, and showing a willingness to undergo various assessments
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represented proof that one is striving to be a good parent. On the other hand, this 
asserts the idea that “doing parents” must be trusted to take over the nurturing of 
children who require better than satisfactory care. Arguably, adoptive parents are not 
seen as innately good parents. Thus, successful adoption resulted in feeling both 
liberated and assuming the responsibility of nurturing and protecting children. -
5.10.2 Joy experienced after successful adoption
‘It was all worth It because they are such a joy’
When adoption was a success, adoptive parents enjoyed a new life. Hillary reported 
a conscious awareness that adopting children implied that they were looking after 
someone else’s child. For them, assessments needed to be good enough:
Even though you are looking after someone else’s child at the 
end of the day, we knew we had to have a good assessment. It 
was all worth it because; the girls are such a Joy. The day the 
social workers brought them to us, we sat there and we were 
so happy and we thought what do we do to make them so 
happy? [Hiliary and MariusJ.
The idea of achieving adoptive parenthood implied liberation from the deficiency of
infertility. For Hillary and Marius, joy is achieved by winning and achieving social
parenthood, motherhood and fatherhood. On the other hand, the claim “someone
eise’s child at the end of the d a /,  suggests that the embodiment of a handicapped
body or loss of infertility seems permanent and is remembered even when one
becomes an adoptive parent. Nevertheless, due to the fact that someone else had
the children for them, this enabled them to embrace those children and integrate
them into their family. Thus, feelings of joy and happiness symbolise a re-shaped
new identity and self-image, enabling Hillary and Marius to invest in adoptive
parenthood and their stated principle of making their children happy.
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Alan spoke about the strange feelings associated with the reality of being an 
approved adoptive parent when the child is not fully placed with them:
It is funny really. I think it is hard for adoption to be real when it 
is like this. You are not pregnant. It is part of child development 
is it not? When a woman is pregnant and having a baby, it is 
true that there is a physical presence that you don’t have. It is, 
it is really weird because, you don’t have, and there is nothing 
physical. There are no scans, so it becomes abstract again. 
You get all these moments, ail these pikes and spikes of 
concrete, kind of, wow, this is really happening and all o f a 
sudden aww, nothing, nothing is really happening, you know 
(frustration, helplessness), [Alan].
The difference between childbirth, carrying pregnancy and experiencing labour are 
observed. The absence of these experiences implies that adoption is an unnatural 
process, given the absence of physical closeness with the foetus, a natural closeness 
that is embodied during pregnancy. Alan presents a sense of loss and on-going grief 
given the reflected inability to achieve pregnancy himself. On the other hand, he feels 
liberated by anticipated fatherhood. Therefore, the process of waiting for the child to 
arrive is framed as “emotionally challenging”:
It is like, it is emotionally challenging because, you know you 
think, and this whole issue of being a single parent anyway, 
you think what does that entail really. My anxieties are around 
his disability. He needs a routine. He has already had a 
number of foster carers. With another change of parents and 
coming to a new house, he will find it difficult to express his 
emotions. For me, it is the whole idea of getting him settled, he 
may be challenging but I don’t know. The exciting bit is building 
that relationship. That is the bit that you want isn’t it, [Alan].
Anxieties around single parenthood, protecting and prioritising the needs of his
adoptive child are revealed Alan’s account represents the social construction and
evolution of adoptive families. His experience reinforces deviation of single
homosexual households from traditional procreative norms or adoption practices that
have in the past favoured heterosexual families. The desire to form positive
I
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relationships with his child, to ensure emotional and behavioural development with 
his adoptive son, asserts the constructs of adoption as safe havens for vulnerable 
children. A difference between biological parenting and adoption is framed within the 
child’s pre-existing childhood experiences. Alan demonstrates a high level of 
awareness about the needs of the adoptive child by showing and acknowledging how 
adoptive children experience their own sense of loss through parental separation. He 
therefore reinforces the discourse of risk and resilience that is located with the 
concepts of accepting someone else’s child; a child with various needs and requiring 
stability. Resiliency and the ability to invest in appropriate parenting styles to ensure 
stability and bonding is considered key to this adoptive relationship.
The successes of homosexual adoptive parenting were celebrated:
The joy  is quite immense despite difficuities; it is absolute, 
because gay men have fought for it haven’t they. AH the 
generations, they have fought for equal rights in terms of 
homosexuality; and age of consent. There are a lot of things 
that have gone on, [Alan].
Alan conveys an acceptance of same sex adoptive parents adopting children. He
rationalises the ideological difficulties of accepting homosexual parenthood that
seemingly put in place obstacles to parenthood. Moreover, a sense of luck was
prominent following successful transition of both adoptive parents and their children:
They have attached to us and we are really, really lucky. We 
were hugely lucky that actually they had only had one 
attachment with the foster carer. It was a good attachment but 
they can easily attach to us. We have been really lucky with 
how the girls have settled and how the process went. We did 
not have any issues really, [Hillary].
They are now our children you know. Although we adopted 
both of them, they have a strong attachment with each other 
and us. The whole problem with HIV and my cancer is that it 
prevented me from having my own children no longer matters 
really. They are both our own, [Jenny and Dean].
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Due to positive attachments, it seems the notion of difference and feeling 
handicapped by childlessness became irrelevant. The above extracts suggest that 
despite the absence of biological connectedness, adoption provided opportunities to 
settle and create attachments. It seems to provide a personal sense of conquering 
infertility. Power and control are regained within this new life and the anguish 
associated with infertility no longer matters. A sense of entitlement and responsibility 
is celebrated at this stage, with what seems a strong sense of making the child their 
own. Perhaps, this is linked with strong attachments.
On the other hand, for some, future disclosure of parental HIV was foreseen. This 
was however framed within personal choice, parental strength and family norms:
There have also been a lot of discussions in the adoption 
process about at what point we will teli their children. We were 
like no, we wiii not teli the children but we will discuss it. But for 
us, it’s like it’s part o f our normal life. Even about adoption, we 
talk about it openly. It is kind of an open discussion which 
comes out whenever it comes out, [Hillary].
It appears that the disclosure of parental HIV status was not considered a source of
anxiety for the children’s future. Ultimately, the commitment through adoption was
considered stronger than that of biological parents who had lost their children:
No disrespect to birth parents at all but you know, the 
commitment and dedication is quite a lot. I think it is because of 
the fight against challenges involved.. .There is an
understanding that people like me who have gone for adoption, 
I think, you know, I stiii think people appreciate what they are 
doing and where we are in comparison to others...it is quite a 
powerful thing when you think about it. That feels like it 
anyway. I feel that sort of, there is a lot to be in a thankful 
position. It is very good, [Alan].
The above excerpt depicts adoption as an intervention that provided optimism, hope
for achieving parenthood, liberation and a real sense of parenthood. A new identity
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and social image to adoptive parents is achieved. For this reason, a discourse 
suggesting that biological parents who lose their children through adoption deviate 
from the norm of child-bearing is prescribed by society. They are agents providing 
parenthood and freedom to those who are childless and who can invest in nurturing 
vulnerable children.
The above theme suggests that the adoption process is characterised by various 
emotional experiences. Stress, helplessness, isolation, powerlessness and frustration 
were associated with stigma and discrimination observed with the adoption system. 
Feelings of anger related to how participants felt their rights to parenthood were 
prevented by enacted stigma and discrimination. Nevertheless, positive feelings such 
as joy and excitement were associated with what was perceived as the absence of 
stigma or discrimination at the completion of adoption. Joy was linked with achieving 
parenthood and celebrating parenthood and a change in identity. A real sense of 
family life and desire to invest in parenthood was associated with great happiness. 
This suggested that infertility was conquered and a sense of parenthood implied that 
the pain and suffering caused by infertility was no longer significant.
5.11 Preparation for adoption -  contingency planning:
‘If  my health deteriorates for whatever reason, I have to have a plan’
Participants who successfully adopted indicated that a primary concern for them was
to maintain positive health and ensure a long-term future with their adoptive children
and families. They considered contingency planning in the same way as those in
healthy families. Contingency planning is a socially constructed concept created to
manage a wide range of possibilities likely to affect the stability of children in care. It
was also apparent that adopters were ready to take up a parenting role, invest in
nurturing their children and live a normal life. For Alan, Hillary and Marius,
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contingency planning was seen as a normal arrangement for their adoptive children 
in the event of illness or health deterioration. A shared view regarding this issue is 
drawn from Alan’s experience:
Thinking about who would look after my son in the event of my 
absence was important for me. We discussed this during the 
assessment but it was about, if  my health deteriorates for 
whatever reason, I have to have a plan that will look after him 
and my sister will do it. She has already agreed. But the thing 
is, that’s the same for any long-term condition. It’s not HIV 
specific. You’re sort of concerned about your own health 
because, if  the child has learning difficulties, the chances are 
that you have a longer time that you have to be a parent for 
them and you have to make plans for them once you are not 
' here, [Alan].
The above account alludes to the importance of the future security of Alan’s adoptive 
son. It is delineated that health and stability among PLWHIV may be grounded in 
medication adherence and management. Thus, consideration of alternative care 
seemed imperative and not only specifically related to HIV but also compared to any 
long-term condition. For this reason, Hillary indicates the discourse of living well and 
healthy as an important consideration in adoption:
Social workers should not take issue with someone who has 
stable viral loads. They are stable and of course they wouid 
have been for many years. They have to look at health issues, 
you don’t want to place children with someone who wiii be in 
and out of hospital and who dies five years after. It wiii not be 
good for the children. I think it should also be about their 
partner. I don’t care about how they are. I am the one who will 
be caring for the children so then they should be allowed to 
have the children because the wife (HIV-) is a supportive 
factor. Most positive people looking to adopt or access fertility 
treatment are healthy and they are not going to look at having 
children when they are not well. ... The worry is that the “what 
i f ’ debate could lead to discrimination in different authorities 
and assessments may not be consistent. I think you have to 
look at longevity and the history o f the person’s health, [Hiliary].
The management of HIV and stable viral loads is interpreted as essential evidence 
liberating PLWHIV from any prejudice associated with HIV. Moreover, a key issue
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identified is that of “taking interest” in the adoptive carers’ future plans for their 
children, as opposed to professional prejudices and judgemental attitudes. The above 
extract emphasises the importance of considering the HIV negative partner as a
protective factor, a network for resiliency and an alternative carer in the event of
illness. Social workers are being seen as legitimate helpers and protectors but their 
inclination to be judgemental of adoptive parents represents social distance and 
power differences that undermine trust and respect from prospective adopters. There 
appear to be concerns about social workers’ limited understanding of HIV and 
inconsistencies within different local authority or adoption agency regions. It seems 
that professionals are being asked to stop looking at HIV as a death sentence but as 
a manageable illness enabling long-term parenthood. On the other hand, the 
importance of good mental health is considered significant for healthy parenting:
I think, there is more of an issue on mental health. For example 
how people with HIV are coping with their status. I think it’s the
same with any long-term conditions. For me it is about looking
at whether and if any point they are coping with that condition
and whether they are ok and managing with it. They have to be 
relatively open because they have to have support whether it’s 
IVF or adoption. They need to have to come to terms with it 
themselves because if they have not come to terms with it 
themselves, how will they be able to cope with looking after a 
child. It is about looking at whether at any point they are coping 
with that condition and whether they are ok and managing with 
it. ... I do think you need to have the right psychological state 
to look after children, [Hillary].
The above account reveals the importance of dealing with loss, grief and the trauma 
of both HIV and infertility as concepts enabling a positive transition towards adoption. 
Lack of emotional strength and self-honesty were considered as potential hazards 
towards adoptive parent’s resiliency and ability to parent effectively. Ultimately, 
resiliency and fighting for services enables a new identity as a parent and willingness 
to invest in the parenting role:
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I bought a house and work was really supportive and all that 
kind of stuff. I want a boring life, I want to wake up in the 
morning, having breakfast and going to the park. I am not 
bothered about going clubbing every week. I am not bothered 
about wearing expensive clothes or having holidays. There is a 
lot in adoption in that children just want mundane and very 
simple. I am totally committed to it and to make it work, the 
abstract notion of it is really uncomfortable and Just really 
abstract, isn’t it. Yet there is an ultimate kind of (silence). There 
is an ultimate Joy out of it really, [Alan].
Practical changes were made to celebrate and commence the parenting role. This
implied enjoying their new or continuing life with children. Alan demonstrates a
commitment towards financial, social, quality and superior parenting. Alan appears to
reflect the discourse of the social class, financial stability and investments that have
been framed within adoption. The extract above emphasises the family formation
through adoption. The presence of children contributed to ultimate joy and fulfilment.
5.12 Summary of adoption findings
Participants going through adoption were initially confronted with infertility and 
childlessness. Having attempted fertility treatment without success, some participants 
pursued adoption as an alternative and sometimes a last resort for achieving 
parenthood. Adoption renewed a sense of hope after a period of anguish and loss 
associated with HIV-related childlessness. This loss was associated with the inability 
to have biological children either due to sexual orientation or HIV-related infertility. 
On-going loss and grief appeared prominent throughout the adoption process despite 
adopters’ previous engagement with support groups and counselling to address HIV 
or infertility loss. Adoption was considered an unnatural experience and therefore, 
anticipated parenthood was seen as an abstract concept. This was due to the 
absence of the physical embodiment linked with natural reproduction. Moreover, the 
idea of pursuing adoption does not involve engaging in physical intrusive procedures
200
but rather practical engagement with social workers. In that sense it seems that many 
PLWHIV experiencing childlessness continued to experience feelings of a 
handicapped body although there was a clear disconnect between the body and the 
parenting option that was sought. Similar to fertility experiences, however, adoption 
was associated with factors such as age, gender, health, sexual orientation and class 
discourses that influenced participants’ access to adoption and how adoption 
assessments were carried out and considered. Familial and societal influences also 
affected participants’ adoption journey due to the stigma related to childlessness. The 
ultimate desire however was achieving parenthood/fatherhood or motherhood. Due to 
the social stigma assigned to both HIV and adoption itself, adoption was sometimes 
pursued in secret. Adoption stigma was associated with the notion of difference 
sometimes evident in the absence of biological connectedness or racial sameness. 
Disclosure of HIV was associated with anticipated, or fear of, stigma, discrimination 
and marginalisation. Nevertheless, disclosure of their HIV status resulted in stigma. 
Therefore, fighting for services implied making various complaints, attempting 
alternative adoption agencies or utilising HIV charitable organisations for support and 
advocacy. The process of adoption was linked with stress and feeling worthless due 
to perceived power and control exerted by social workers.
However when adoption was achieved, feelings of joy were experienced. Adoptive 
parents showed readiness and commitment to invest and engage in active parenting. 
The role of active parenting was only considered a reality following the placement of 
the adoptive child when a sense of ownership was observed. However, a sense of 
entitlement seemed to be strengthened when adoptive children had formed stronger 
attachments with their adoptive parents. On the other hand, the bureaucratic 
assessment and matching procedures represented best interests principles aligned
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with “social” or “doing” parenthood. These were deemed as stressful but only 
appreciated when adoption was a success. At that point, successful participants 
appreciated the need to prove capability through a good assessment. Succeeding at 
adoption seemed a result of winning a difficult fight with a sense of being liberated 
from childlessness.
5.13 Commonalities and differences in the lived experiences between 
fertility and adoption findings
5.13.1 Commonalities
The findings of this study suggest that both fertility and adoption are socially 
constructed. However, differences in participant experiences appeared to be 
associated with how services are framed. Specific experience commonalities and 
differences are identified below:
Loss and grief
Access to fertility treatment and adoption services in this study was influenced by 
cultural, familial, societal and in some cases, political factors. It was cornmon that 
participants who accessed both fertility treatment and adoption interventions 
experienced loss and grief. In some cases, these feelings recurred in various stages 
during these interventions.
Access issues
In accessing fertility and adoption services, participants equally encountered 
significant challenges and complexity. These complexities were associated with how 
fertility treatment services were constructed as interventions that aid biological
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parenthood. In regards to adoption, access to services depended on how adoption 
appeared ethically driven and predominantly operated by local authorities’ processes. 
Fertility treatment providers offered admission criteria that seemed stringent. There 
were also a limited number of services offering opportunities to PLWHIV to access 
treatments of choice. Consequently, PLWHIV in this study travelled long distances to 
access either fertility treatment, domestic adoption and sometimes travel overseas for 
adoption. Often, successful access to fertility treatment or adoption applications was 
linked to those that were considered outside participants’ localities.
Challenges associated with accessing both adoption and fertility treatment accessed 
implied that PLWHIV seeking parenthood sought counselling or support from HIV 
charitable organisations including attending support groups.
Stigma and discrimination 
It appears that both fertility treatment and adoption processes involved stigmatising 
attitudes from staff and discrimination.
In addition to invasive and stressful procedures, discriminatory services led to 
psychopathological difficulties ranging from stress, isolation and feelings of 
worthlessness. In both services, some of these feelings were associated with 
perceived power and control, lack of support from providers and difficulties with 
managing unresolved infertility, family and societal pressures to have children.
On the other hand, stigma in both fertility and adoption stemmed from judgemental 
attitudes and prejudices influenced by class, gender, age, sexist, racial and 
homophobic prejudices. Sometimes these factors were intertwined and this limited 
fair access to services. In adoption, homophobic prejudices were evident when
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participants portrayed professional attitudes that favoured one hegemonic group 
against the other. Likewise, there were assumptions arising from fertility experiences 
that, PLWHIV from particular backgrounds were able to either afford treatment yet 
sometimes this was inaccurate. Others, because of their racial or ethnic 
backgrounds, were informed they had better opportunities to achieve parenthood if 
they adopted children of their own background compared to others. This suggested 
that discourses of class, gender, race and homosexuality are influential in the 
construction and delivery of both fertility and adoption services.
Fighting for their rights
A sense of fighting for rights to become parents was observed within both fertility and 
adoption. It was evident that participants were prepared to fight against any barriers 
or discrimination obstructing the rights to family or parenthood. In this regard, HIV 
charitable organisations were seen as sources of support. Moreover, as infertility was 
an underlying problem for those who sought fertility or adoption, hope was evidently a 
common feeling among PLWHIV when they accessed either fertility or adoption 
services.
Essentially, fertility and adoption services presented similar power dynamics between 
professionals and participants. Gate-keeping of services increased barriers that 
prevented participants from fairer access to treatment or adoption. In that regard, 
health care staff and social workers were seen as agents of power shaping the 
delivery of both fertility and adoption.
Whilst this study highlights the differences in discourses constructing biological
parenthood and adoptive parenting, adoption and fertility systems were portrayed as
complex. Both services were construed to be less supportive to PLWHIV seeking
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parenthood. In both services, participants reported gaining support from HIV support 
workers. Utilising HIV charitable organisations encouraged and enhanced 
participants’ resiliency, their ability to challenge stigma and discrimination. 
Participants gained confidence, advocacy, moral and practical support.
Positive experiences
PLWHIV who reported positive experiences within fertility and adoption services 
highlighted that they were able to access information and support easily. In both 
services, participants reported that they observed positive attitudes and sensitive 
practice from professionals when discussing HIV.
Positive experiences reduced anxieties and feeling stigmatised, judged or 
marginalised. Thus, findings from both fertility and adoption experiences suggest that 
adoption and fertility treatment services were capable of offering PLWHIV services 
which participants in this study considered less stigmatising or discriminatory. 
However, the quality of services, assessment criteria and professional practice 
differed between service providers.
In terms of resilience, the findings suggest that PLWHIV going through fertility and 
adoption services hold certain levels of resiliency. Those who exhaustively accessed 
fertility treatments and those who completed adoption processes, endured the 
complexities presented by both interventions.
5.13.2 Differences
Last resort
The study findings suggest that, the desire for PLWHIV to form a family or to achieve
parenthood was influenced by discourses that biological parenthood is superior and
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thus socially acceptable. For this reason, heterosexual participants sought fertility 
treatment first before pursuing adoption. Most heterosexual couples suggested that 
for them, adoption was a last resort option. For this reason, it seems, adoption was 
relatively common among those who were unsuccessful within infertility services. 
However, only heterosexual individuals and couples accessed fertility treatment 
before they considered adoption.
Adoption as an only option
For homosexual participants, adoption seemed the only option to achieve parenthood 
rather than a last resort. This finding was associated with homosexual discourses 
suggesting that same sex relationships deviate from hetero-normative practices. Due 
to this deviation, traditional biological parenthood (with a female partner or surrogacy) 
was either impossible or those like surrogacy were not a preferred choice.
Whilst limited to this study, this finding portrays the view that fertility treatment attracts 
heterosexual couples more than homosexuals. It is however acknowledged that there 
are various alternatives to assisted reproductive methods available for homosexual 
couples to achieve biogenetic parenthood. However, these techniques are beyond 
the findings emerging from this study.
Nevertheless, all homosexual men in this study sought adoption. It was observed that 
homosexual men experienced sex discrimination and homophobic experiences. 
Thus, adoption was portrayed as an institution for heterosexual nuclear families and 
less welcoming to single homosexual men. Given that, heterosexual individuals and 
couples who accessed adoption had initially accessed fertility treatment, although 
limited to these findings, it is argued that that biological parenthood is continually
206
seen as a norm for heterosexual couples. Seemingly, this suggests that, 
heterosexual couples portray the view that biological parenthood is seen as a solid 
way of achieving ‘real’ parenthood in heterosexual traditional family settings. In this 
regard, the evolving nature of families created through changing definitions of 
infertility, childlessness and parenthood; indicate that fertility treatment and adoption 
allowing same sex couples to achieve parenthood reinforces the on-going social 
construction and re-construction of parenthood.
Varying tensions
Unlike adoption, fertility treatment in this study appeared to lend itself to controversies 
around treatment funding, limited service providers and factors such as age 
restrictions. This created tensions for those applying for fertility treatment especially 
when participants conceptualised how service providers made decisions around who 
was eligible to access that service. Additionally, given the higher success rate among 
those who accessed adoption in this study, it appears that adoption offers a higher 
chance for PLWHIV who are infertile to achieve parenthood than fertility treatment. 
This also appears to be the case when participants travelled longer distances, 
regionally or internationally.
Conversely, most participants who travelled long distances typically paid expensive 
treatment costs yet infertility treatment offered them lesser chances of success. With 
the evidence that no Black African or Asian families in this study pursued adoption 
after failed fertility treatment, commitment towards accessing fertility treatment 
anywhere possibly symbolised cultural desire for blood related ness with a child or a
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desire for familial extensions. For Black and Ethnic Minorities in this study, it seems 
social or adoptive parenting was not an alternative.
Most participants were worried about factors such as treatment success or funding, 
adoption raised anxieties around convincing social workers about one’s legitimacy, 
ability to form positive attachments and building relationships with an adoptive child. 
Distinctly, adoption implied taking over care of a child removed from its birth parents 
yet fertility treatment was linked with seeking biological child-bearing.
Best interests and welfare principles
Adoption findings suggest that adoption assessments carefully considered the
adoption triangle and “best interest of the child” principles. However, it was difficult in
this study to grasp how ethics were considered when participants applied for fertility
treatment. However, it was evident that participants’ experiences were around
funding, access, stigma and discrimination rather than ethics. Nevertheless, it is
acknowledged in the literature review that ethical considerations play a part in the
delivery of reproductive treatments however; this was not a finding emerging from this
study. On the other hand, fertility treatment was associated with socio-economic
factors, race and ethnic differences. Those able to fund treatment accessed private 
/ . . ' . . 
treatment facilities or paid for additional treatment cycles. Yet, with adoption
experiences, assessments seemed to focus on ethical concerns, welfare principles,
sexual orientation and proof of health stability and parenting capacity. Therefore, it
could be argued that adoption seemed less physically invasive as fertility treatment
although both processes were seen as complex, uncertain, time consuming,
emotionally and psychologically demanding.
208
Loss and grief
As childlessness is framed within the concepts of loss and grief, participants going 
through both adoption and fertility interventions experienced reactions linked with 
infertility loss. Those going through fertility treatment remained hopeful and optimistic 
about the possibility of successful fertility treatment. For this reason, unsuccessful 
treatments resulted in additional feelings of loss, grief and confirmation that infertility 
was permanent as well as a developmental life crisis. On the other hand, adoption 
was linked with a need to address the permanent loss of infertility or voluntary 
childlessness. By the time participants accessed adoption, they knew biological child­
bearing was no longer optional. On that basis, most of those who went through 
adoption shifted their focus from biological child-bearing to consider investing in 
creating attachments and meeting the needs of an adoptive child.
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Chapter 6
6. DISCUSSION
6.1 Introduction
This study has explored the lived experiences of PLWHIV seeking parenthood, and 
examined how they make sense of their experiences. To understand these lived 
experiences, social constructivism was used alongside I PA methodology to analyse 
accounts of interviews carried out with PLWHIV to enable rich interpretation of their 
journey towards parenthood. The findings of this research frame infertility as a type of 
loss or traumatic life event caused by the inability to have biological children. This 
loss is supported by the loss and grief theory explicating that PLWHIV grieved for 
parenthood and the uncertainty of future parenting. The experience of HIV or HIV- 
related infertility and homosexuality also meant that participants had lost their former 
identity as men or women whose identities were affiliated with reproductive gender 
roles. Childlessness that was voluntary either on the basis of sexual orientation or 
transmission prevention or involuntary implied a need to create new identities. New 
identities were associated with the need to either seek fertility treatment or adoptive 
parenthood.
This study indicates that infertility itself was socially constructed through medical 
explanations, family or societal explanations or sexual orientation. These influential 
factors influenced participants to seek alternative parenting. Moreover, the extent to 
which fertility or adoption was sought symbolised resilience and ability to cope with 
the altered image or a handicapped body unable to achieve biological parenthood. 
Thus, resiliency was demonstrated through seeking normalcy, by enduring through 
demanding fertility treatment or adoption procedures. Participants had received
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support from HIV charity organisations with issues around accessing fertility 
treatment and adoption.
As data were obtained from a study population independent of social services or 
health care settings, this study accesses new knowledge about PLWHIV who are 
affiliated with HIV charity organisations. Some of the participants were concerned 
about future HIV-related stigmatisation within adoption services. For that reason, it 
was seen as vital to use greater levels of sensitivity around HIV, and maintain high 
levels of confidentiality concerning their identity and the services they accessed. 
Their experiences were reported as faithfully and sensitively as participants were 
able, as detailed in the previous sections.
This chapter explores the issues identified through a constructivist lens within the 
rigorous I PA analysis process, discussing the findings as presented in chapter five. 
The study findings highlighted some positive experiences encountered by PLWHIV 
whilst on the other hand, however, many PLWHIV also experienced significant 
procedural challenges, stigmatisation and discrimination, as well as psychological 
challenges. The study findings emphasise the importance of educating social workers 
and healthcare specialists about the current definition of HIV and what it means in 
terms of family life. Eliminating challenges encountered by PLWHIV, improving 
practice and how services are delivered are some of the recommendations of the 
study, which will enable PLWHIV to enjoy fair access to fertility and adoption 
services.
This section will discuss some of those key findings drawing on aspects of 
phenomenology and a range of existing research. The discussion section will be 
presented as follows:
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The social construction of infertility, fertility treatment and adoption 
A search for safer alternative parenting options 
Challenges associated with accessing fertility treatment and adoption 
Power imbalances within fertility and adoption services 
Anticipating parenthood after successful assisted reproductive treatments or 
adoption assessments 
• Contingency planning
6.2 The social construction of infertility, fertility treatment and adoption
Dominant ideologies have argued that a real family and real parenthood involves
biological child-bearing (Wegar 2000; Letherby 2002). This means that many who
follow this ideology are challenged with the need to conceive within the socially
defined timeline. In that regard, where infertility is experienced, the medical route
appeared to shape participants interpretation of their life worlds. This study enhances
the social constructivist perspective postulating that infertility is located predominantly
within the medical model as well as various social factors (Shiloh et al. 1991;
: I
Letherby 2002). Most participants’ infertility was medically defined. This finding is
supported by the suggestion that medical constructs of infertility are located within
reproductive health problems, fixed universal definitions of medical facts such HIV
and related problems preventing biological parenting within a specified age or
timeline (Shiloh et al. 1991 ; Wall and Arnold 2007).
Medical diagnoses helped individuals/couples to make a decision regarding
alternative parenting routes. These findings are supported by Greil et al (1988)
adding that; medical interventions initiate disappointment and raise possible hope
towards an alternative solution. From a social constructivist perspective, this research
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highlighted that age was a factor in participants’ realisation of infertility (Shiloh et al. 
1991; Letherby 2002). As with Ulrich and Weatherall (2000), the findings suggest that 
age challenges the natural instinct of motherhood within developmental discourses. 
In this ideological context, age encouraged or prevented some women in this study 
from receiving assisted reproductive treatment.
Refusal of treatment on the basis of age was interpreted as stigma or discrimination 
preventing parenthood (Hanson 2003; Hassan and Kallick 2003). As most 
participants sought fertility treatment initially, it seems biological parenthood was 
preferred to the alternative root of adoption. This is supported by Greil (1991) 
suggesting that as biological parenthood is most desired. The significant number of 
participants accessing fertility opposed to adoption corroborates with the view that 
there is an increasing thrust to access fertility treatment in order to achieve biological 
parenthood (Greil 1991). Consistent with Inhorn (2000), Ulrich and Weatherall (2000), 
this study highlighted that the absence of biological children is linked with snubbing 
and concepts such as subnormal and indifference. Thus, the pursuing adoption 
enabled some participants to redefine family kinships through adoptive parenting 
rights (Miall 1996; Greil et al. 2011; Haslanger 2005 and Logan 2013).
In that regard, this study’s findings suggest that adoption is pursued in the absence of 
biological connections (Kirk 1964; Wegar 2000; Bennett 2003; Haslanger 2005). 
Participants in this study acknowledged that adoption involved taking of care of 
children who previously experienced poor childhood experiences. This finding 
corroborates with literature suggesting that adoption is linked with a burden of 
addressing social problems through its safeguarding role (Haslanger 2005; Logan 
2013). Findings portrayed how adoption represents a shared fate where a sense of
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loss is notably experienced by all subjects involved in the adoption triangle. This loss 
is threefold, firstly, loss of a biological child and biological parents where the intention 
is to meet the best interests of the child as well as loss of fertility. This finding concurs 
with Kirk’s (1964) views that although adoption provides opportunities for parenthood 
it involves experiences of loss (Kirk 1964; Tizard and Tizard 1994).
Miall (1996); Haslanger (2005) and Logan (2013) indicate childlessness brings about 
social stigma. This study demonstrated that some PLWHIV feel pressured to seek 
biological or social parenthood due to fear of social stigma. This is supported by 
Letherby (2002), Haslanger (2005), Gold (2013) and Dhar (2013) suggesting that 
many childless couples pursue parenthood because of cultural traditions and views 
that children legitimise the family. This finding is consistent with Wiehe (1976) and 
Sandelowski (1993) suggesting that when adoption and fertility treatment are 
imposed, this obstructs autonomy. Cultural expectations and pressures assume that 
child-bearing is an easy process (Greil et al. 2010; Dhar 2013). Corroborating with 
other studies, this study identifies that social and cultural identities linked with 
biological childbearing can be strong influential factors for both fertility treatment and 
adoption (Greil 1991; Shiloh et al. 1991; Daniluk 2007; Goldberg et al. 2009; Greil et 
al. 2010; Dhar 2013). Cultural differences were not the scope of this study, therefore, 
various cultural factors, societal and familial pressures played a part in influencing 
parenthood (Gold 2013; Greil ef a/. 2010).
Experienced stigma or fear of being labelled as HIV positive corroborates with 
Finochario-Kessler et al. (2010) reporting of anxieties associated with childlessness 
among infertile PLWHIV. These feelings were associated with pre-conceived political 
and historical practices suggesting that the absence of children symbolises deviation
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from societal views or innate developmental urge for parenthood (Letherby 2002; 
Gold 2013). Sometimes, parenting desire was linked with the need to solidify or to 
provide value to a relationship (Loutfy et al. 2009). This finding is supported by 
Ragone and Twine (2000), Schmidt (2006), Tabong and Adongo (2013) reporting 
incidents of divorce in African cultures were childlessness is shameful. In some 
cultures children are a source of pride, power and insurance.
Likewise, gender and cultural influences were observed when participants depicted 
the need to achieve motherhood or fatherhood (Greil et al. 1988). These gender 
differences consequently led both women and men to feel stigmatised for their 
childlessness. Like others, this study reveals that the ideals of manhood or 
womanhood are interconnected with gender roles, ethnic and cultural roles (Shiloh et 
al. 1991; Letherby 2002). According to Greil et al. (1988; 2011), there are differences 
in how men and women experience their infertility. Whatever these differences are, 
this study suggests that, gender discourses represent a threat to a shared reality 
anticipated in the traditional family, cognitive crisis and gender role failure (Shiloh et 
al. 1991). .
As with other studies, homophobic attitudes stemming from traditional family views 
appeared to suggest that adoptive parents’ sexual orientation mattered more than 
family formation (Bennett 2003; Goldberg et al. 2012; Haslanger 2005). Letherby 
(2002) supports these findings and further argues that involuntary childlessness 
maybe a result of avoiding reproduction due to genetic health problems that are not 
supported by treatment or HIV positive status. For both these reasons participants in 
this study like Trisha, Hillary and Marius faced a developmental crisis as a result of 
the inability to comply with traditional ways of parenthood (Shiloh et al. 1991;
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Letherby 2002; Logan 2013). This study demonstrates that loss and grief were 
reactions that were linked with pain, feeling abnormal, losing self-esteem, suicidal 
thoughts and loss of a desired biological child, discontinued blood lines and 
experiencing tensions with desired social norms (Shiloh et al. 1991; Letherby 2002 
and Timm et al. 2011). These reactions are supported by other studies reporting 
intense emotions linked with infertile individuals feeling as agents of disappointment 
(Sandelowski 1993; Greil 2001; De Lacey 2002; Gold 2013). Wiehe (1976) refers to 
such emotions as “whistling in the dark” when individuals experience torture and 
despair.
Additionally, like Sandelowski (1993) class differences were observed through gate- 
keeping of fertility treatment in this study. A clear split between those who could 
afford treatment and those unable to secure funds suggested marginalisation within 
healthcare systems. Institutionalised stigma led participants to seek treatment 
elsewhere or to fight against what was perceived as oppressive practices. These 
findings are also supported by Blyth (2008) suggesting inequalities in the delivery of 
reproductive health. Moreover, Shiloh et al. (1991), Conrad and Barker (2010) add 
that a desperate desire to access fertility treatment encourages people to feel caught 
up, stressed and somewhat oppressed within fertility systems that were paradoxically 
intended to promote reproduction. This experience reinforced vulnerability to stigma 
from societal (Miall 1996; Conrad and Barker 2010). Financial ability created divisions 
where those unable to afford treatment failed to exhaustively access treatment. This 
finding is supported by De Lacey’s (2002) explanation that accessing infertility 
treatment seems to be a “gamble” produced to liberate well-off consumers of medical 
interventions.
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On the other hand, failed treatment was seen as oppressive in that the need for
■ ■ ■
fertility treatment drained finances, increased debt and prolonged need for 
reproductive treatment. In a sense failed treatment reinforced stigma by re-affirming a 
sense of abnormality. According to Raymond (1993) and Woolett (1996), fertility 
treatment and adoption are interventions for those who are in despair. This study 
found that participants committed to either fertility treatment and conformed to 
expectations to remain healthy during treatment (Weatherrall 2000). In regards to 
adoption, this required PLWHIV to prove ability to protect and safeguard children in 
need of permanent care, even though the possibility of successfully adopting could 
be uncertain (Miall 1996; Haslanger 2005). Foucault (1979) and Blyth et al. (2008) 
suggest that adoption and fertility procedures help professionals to hold a position of 
social control and power. In a much as adoption was preferential and the use of 
assisted reproduction was a choice, freedom to choose the desired reproductive 
processes as to where to receive such treatment were limited (Holm 2009; Relf et al. 
2009; Blyth ef a/. 2008).
According to Wegar (2000), the adoption matching process should not be seen as an 
equal measure to biological parenting on the basis of genetic disconnections. 
Participants in this study indicated that they adopted children to whom they felt 
emotionally driven. However, the timeline for placements and placement 
arrangements were determined by social workers. In that regard, both adoption and 
fertility treatment represent powerful systems that thrive to conquer social 
constructions of parenthood (Stanworth 1987; Haslanger 2005; Ragone and Twine 
2000). Adoption experiences were driven by an agency “representing the best 
interests of a child who already exists” (Haslanger 2005). This enabled social 
parenting for infertile individuals whilst removing the necessity for antenatal checks
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ordinarily observed in biological parenting (Miall 1996; Logan 2013). Parenthood was 
considered abstract especially when the process required prolonged assessments, 
waiting periods to be approved or granted a legal basis to parenthood.
Paradoxically, choosing a child to adopt seemed to rely on commercialised 
procedures requiring adoptive child or parents to be known through advertisements 
(Corbett 2003). According to Adoption Register (2012), the majority of adopters come 
from middle class and white backgrounds. This is consistent with this study. Perhaps 
this argument explains the finding that that those who funded fertility treatment 
moved on to adopt locally or internationally. Moreover, none of the participants who 
adopted were from a white background. This is supported by Ali (2013) indicating that 
black people are less represented in adoption. Notwithstanding, international 
adoption resulted in stigma and acceptance of difference within the realms of 
transracial adoption. This finding is supported by Miall (1996) indicating the existence 
of social stigma when there are notable differences in physical appearance between 
adopter and adoptive children. Adopting a child from a different country with no racial 
or ethnic match, corroborates with views suggesting that adoption renders a rare 
opportunity for parenting even when it means a colour blind approach ignoring the 
significance of difference in race or culture (Tizard and Phoenix 1994; Kirk 1984; Ali 
2013). This suggested rigidity in adoption some agencies that were accessed by my 
participants as they promoted ideologies of exclusion of single, same-sex, black and 
ethnic minorities (Kirton 2000).
/  ■
Similar to Logan (2013), the abstract nature of adoption experienced by those who 
successfully adopted symbolised the fictive and unreal nature of adoption and that it 
is not comparable to biological parenting (Kirk 1964; Greil et al. 2011; Logan 2013).
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Consistent with Matthew and Crammer (2006), Goldberg and Smith (2011) 
homosexual men and heterosexual couples going through adoption experience and 
internalised stigma during adoption (Haslanger 2005; Conrad and Barker 2010). This 
reinforced the stigmatisation of an already stigmatised illness such as HIV and it 
created barriers within the system (Conrad and Barker 2010). In line with Goldberg et 
al. (2012), some homosexual men in this study struggled through adoption to the 
extent that they faced serious scrutiny, barriers and threatened to terminate adoption 
opposed to heterosexual counterparts. This finding is supported by Varon (2000) 
suggesting that adoption agencies hold reservations around men or homosexual men 
adopting children because of concerns around grief associated with the inability to 
have biological children.
Literature suggests that homosexual men succeeding adoption symbolise that they 
are seen as “last resort” or non-preferential adopters (Varon 2000; Wegar 2000; 
Logan 2013). This idea corroborates with the findings in this study indicating that 
homosexual and heterosexual individuals living with HIV, going through adoption 
perceived being treated as last resort adopters. Nevertheless, with the view that 
fertility treatment and adoption are socially constructed concepts, successful 
parenthood represented liberation from the anguish caused by childlessness Miall
(1996). In respect of adoption, successful adoption liberated women and men who 
had been bruised through the process of exploring biological parenting and enduring 
invasive procedures without success (Corbett 2003; Haslanger 2005; Crawshaw and 
Balen 2010).
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6.3 A search for safer alternative parenting options
Since HIV affects fertility in various ways, as reflected in the findings, some PLWHIV 
find it necessary to consider alternative methods to achieve parenthood in the safest 
possible way. Chen et al. (2001), Panozzo et al. (2003), Loufty et al. (2009) and 
Newmeyer et al. (2011) all highlighted the ways in which HIV impacts on the success 
of natural conception among PLWHIV who continue to seek parenthood regardless of 
their diagnosis. As in the previous studies, this research highlights the prevention of 
transmission, unresolved HIV-related infertility and sexual orientation as key reasons 
for pursuing fertility treatment and adoption. Nevertheless, in order to address these 
factors, PLWHIV needed to recognise, understand and address emotional, practical 
and medical challenges around their inability to have children with or without fertility 
treatment or adoption interventions. Similar to Bell (2013), PLWHIV felt that fertility 
treatment and adoption interventions were problem-solving approaches to involuntary 
childlessness.
Corresponding to this need was emotional and mental readiness to explore parenting 
options in order to reach emotional fulfilment after a period of coming to terms with 
their HIV-related infertility. On the other hand, PLWHIV acquired increased 
satisfaction from the maximised efforts they applied to achieve parenthood. 
Reflecting on the accounts provided by participants, seeking parenthood was linked 
with the prospect of enjoyment that may be experienced by providing security, love 
and affection towards a child. This marries well with other studies highlighting similar 
motivational factors for the pursuit of parenthood in the general population, as well as 
among those with HIV (Chen etal. 2001; Panozzo etal. 2003; Newmeyer 2011)
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The work of Cooper et al. (2007) and Oosterhoff ef al. (2008) highlighting family 
expectations on couples to have children is relevant in confirming the cultural 
pressures reported by PLWHIV. Existing research suggests that HIV continues to be 
an unacceptable illness in most societies (Flowers and Davis 2012). This was also 
reflected in participants’ extracts, which showed that it was important for them to 
maintain HIV as a secret to avoid cultural shame. Combined with the stigmatising 
nature of childlessness. Craft ef al. (2007) contend that many PLWHIV strive to 
achieve parenthood to avoid HIV-related societal stigmatisation. Paradoxically, for the 
sake of parenthood, some were prepared to risk unsafe conception.
In some countries, the importance of motherhood is bound up with pronatalism that 
encourages child-bearing (Bell 2013). In others, the continuation of family lineages is 
important (Greil ef al. 2010). The absence of children, even when it is legitimately 
associated with HIV, could have been seen as selfishness (Ezekiel ef al. 2013). 
Perhaps this explains why some PLWHIV were ' willing to risk unsafe natural 
conception. This was noted among African communities seeking to fulfil socio-cultural 
childbearing expectations, as well as among those seeking to solidify and strengthen 
their relationships. Their white participants also reported feeling tempted to have 
unsafe intercourse in order to achieve pregnancy when fertility treatment presented a 
challenge. The findings also revealed that PLWHIV are likely to be tempted to 
engage in unsafe conception when they encounter pressure from families despite 
cultural backgrounds.
On the other hand, a lack of sufficient information around adoption and fertility 
treatment can increase the risks of PLWHIV ceasing their efforts to explore safe 
alternative parenting options. These factors are supported by Bravo ef al. (2010),
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Yudin ef al. (2010), Newmeyer ef al. (2011 ), Ezekiel ef al. (2012) and Yewande ef al. 
(2013). This study cohort was diverse in cultural background, and therefore cultural 
relevance will also be diverse. In terms of the prevalence of the BME population in 
this study, Greil et al. (2010) note an acceptance of infertility among those from 
developed countries, with infertility stigmatisation deriving from beliefs from 
developing countries which are less accepting of infertility.
Upton and Dolan’s (2011) study in Botswana reports the use of labels such as 
useless or dried up applied to infertile people. For some of the Black African 
participants, bearing children was therefore culturally crucial. Pursuing parenthood 
represented a need to mitigate and negotiate stigmatisation. These findings concur 
with studies highlighting the existence of pressure from family members for couples 
to have biological children, even when they are unaware of their HIV status (Cooper 
ef al. 2007; Oosterhoff ef a/. 2008, Ezekiel ef al. 2012). Yewande ef al. (2013) 
highlighted that most African women lack the autonomy and confidence to oppose 
cultural expectations. The reality of infertility or longstanding instincts associated with 
mother- or fatherhood has consequently led to a reconstruction and redefinition of 
identity. This was evident when women with HIV reported actively negotiating 
alternative methods of achieving parenthood by looking to fertility treatment because 
of an obligation to satisfy the desires of their partners.
Reliance on publicly sourced methods (fertility treatment) for achieving parenthood 
reflected a shift in attitudes and beliefs around natural conception particularly in the 
best interest of the child’s wellbeing (Blyth ef al. 2008) and prevention of 
transmission. PLWHIV made sense of their life-world reality by going through a three- 
way transition process involving anticipating natural conception, recognising their
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HIV-related infertility, and a transition from childlessness involving a search for fertility 
methods (Daniluk 2001). This reconstruction of identity allowed PLWHIV to construct 
new self-concepts of parenthood within the remit of the family structures they chose, 
particularly in light of HIV sero-status and their sexuality (Goffman 1963; Blyth ef al. 
2008). In that context, seeking parenthood implied having a family, reducing infertility 
stigmatisation, and emotional satisfaction among childless couples or individuals. On 
the other hand, seeking out parenting options seemed to be associated with factors 
which might be seen as the developmental milestones of adulthood such as 
satisfying partners and having children or a family. Greil et al. (2010) referred this as 
a form of identity formation.
Like many individuals with unresolved infertility issues^ PLWHIV consider adoption in 
order to satisfy parehtal or maternal instincts associated with parenting (Lakhvich 
2012) Pursuing adoption was associated with the idea of moving onward and upward 
to achieve normalcy. The idea of carrying on with life was constructed in a social 
context that was evident among those who had undergone ineffective fertility 
treatments, and among some gay men who had delayed pursuing parenting due to 
an HIV diagnosis.
Adoption enabled life as parents to commence when they felt they were in the right 
frame of mind to raise children of the state. Additionally, having children was seen as 
a “good thing” and that it is part of life that helps fulfilling social relationships, a result 
supported by Langridge et al. (2000) and Umberson et al. (2010). Fulfilling this aspect 
of life was linked with optimism created by living well on medication or with 
undetectable viral loads, reassuring individuals about the possibilities of parenting 
(Nattabi et al. 2009; Yudin et al. 2010; Peak ef al. 2012). Heterosexuals and
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homosexuals in this study all felt they had “something to give” to society, and it made 
sense for them to pursue adoption. Howe (1998) and Goldberg et al. (2012) assert 
that adopting children can be seen as an act of altruism, helping children in care to 
grow up with positive family norms. For the participants in this study, adoption 
enabled the fulfilment of a wish to avoid childlessness and simultaneously display 
altruism. Some had acquired parenting skills through fostering and sometimes by 
being a young carer, and they considered that these skills would be beneficial to 
children who required permanency. In some cases, HIV positive heterosexual men 
reported that their female partners had pressurised them to have additional children. 
Negotiating parenthood brought conflicts associated with gender imbalances. This 
finding concurs with Biblarz and Stacey (2010), illustrating that women tend to have a 
greater drive than men for children in relationships, whether or not there are children 
from previous relationships.
For homosexual and heterosexual men, achieving fatherhood was linked with 
masculinity. Although Dooley (2011) postulates that childlessness affects masculinity 
and sometimes encourages stigmatisation, fear of stigmatisation linked to 
childlessness was not evident among homosexual men in this study, although it was 
apparent among heterosexual men and women. In any situation, pursuing adoption 
and parenthood increased self-worth and fulfilled long-standing desires for children.
6.4 Challenges associated with pursuing fertility treatment and adoption
6.4.1 Stigmatisation and discrimination
The key issue for this study was HIV stigmatisation and discrimination. Pursuing 
parenthood was a journey that participants wished to take in secret, as already 
highlighted. This was because of the fear of stigmatisation from friends, family and
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the wider community (Bravo et al., 2010; Ezekiel et al. 2012). As such, taking time out 
of work to undergo fertility consultations or treatments and adoption assessments 
was done in secret because of the fear of HIV stigmatisation that could arise if others 
become aware of HIV-related infertility problems. Managing such sensitive and 
private matters therefore required PLWHIV to “dodge work” and avoid disclosure. As 
in Flowers and Davis (2012), it was clear that PLWHIV were reluctant to disclose HIV 
at work to protect their privacy and safeguard how work colleagues perceived them. 
There was a fear that once they discussed issues around their infertility with even 
one person, there might be gossip and HIV-related insults. Therefore, there were 
clear boundaries around the information they disclosed.
Blyth (2008), Cook et al. (2009), Flanagan and Hancock (2010) and Madden et al.
(2011) all cite the existence of discrimination arising from limited funding towards 
resources for PLWHIV and its impact on continued transmission. Stigmatisation in 
this study coloured the life-world of PLWHIV pursuing parenthood through public 
facilities. These findings are supported by Hall (2008), Bravo et al. (2010), Flowers 
(2006), showing evidence that HIV stigmatisation in social settings affects adequate 
care and the prevention of transmission. However, HIV disclosure seemed to result in 
de-stigmatisation at work and in social settings for those who were particularly open 
about their HIV status. Openness about HIV increased the levels of support from 
family and friends along the journey to parenthood (both before and after adoption), 
and ultimately enabled these individuals to regain control over their 
personal/family/social identities and how they chose to achieve parenthood. This 
finding is supported by Medley ef al. (2004), who found that disclosing HIV sero- 
status facilitates supportive reactions from partners and families. However, for many
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PLWHIV the internalised stigma reduced the likelihood of disclosure and prevented 
support associated with preventing HIV transmission.
This study demonstrates that disclosure of HIV potentially led to the denial of 
adoption assessments, demeaning and stigmatising attitudes linked with double 
gloving, prediction of HIV-related death and poor support from professionals. These 
findings are supported by Segurado and Paiva (2007), Bravo ef a/ (2010) which 
indicated similar findings in health care systems. For some, negative attitudes about 
HIV were experienced from the initial stages of seeking fertility treatment and 
adoption, continuing throughout their involvement with these services. As with Bravo 
et al. (2010) and Ezekiel ef al. (2012), stigmatisation led to PLWHIV withdrawing from 
transmission preventative interventions, i.e. adoption and fertility treatment. This 
suggests that discrimination can be experienced at any point in the process. It 
appears possible that these findings reflect consistency in discriminatory practices 
within different stages of service provision in both fertility and adoption. Anderson ef 
al. (2009), Newmeyer ef al. (2011), and Peak ef a/. (2012) also support these 
findings, providing evidence for marginalisation among PLWHIV seeking parenthood.
The findings specifically relating to discrirtiination in adoption systems are unique in 
the literature, and they strengthen findings by Cooper ef al. (2009) and Gerrand
(2012) that showed reluctance to assess PLWHIV on the part of adoption services. 
Nevertheless, it is argued that public attitudes around HIV are improving, although 
some unsympathetic attitudes do remain (NAT 2010). This study found that only a 
small number of PLWHIV reported positive experiences, but these followed 
discrimination from previous service providers. However, it could be argued that
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these varying experiences also reflect inconsistent practices within adoption and 
fertility service providers in different regions.
Pre-existing experiences and awareness of institutionalised stigmatisation and
■ ■ ( ' 
discrimination were evident in the accounts of participants as they anticipated
possible discrimination in alternative services. Coinciding with Nattabi ef al. (2012),
previous experiences of stigmatisation and discrimination led to PLWHIV anticipating
stigmatising and discriminatory services. Such experiences resulted in anxieties
around HIV disclosure even among those who valued transparency in terms of their
HIV sero-status from the beginning of adoption applications. Indeed, in parallel with
Yewande & Airhihenbuwa (2013) and Flowers and Davis (2012), PLWHIV felt
vulnerable and anxious about stigmatisation and discrimination within both services.
It appears that disclosure was important for PLWHIV to feel comfortable about 
discussing HIV and to ensure transparency and openness from the beginning of the 
process. It is also argued that PLWHIV felt that by disclosing they would feel 
respected and would be sensitively supported throughout the process. Disclosures 
were not limited to HIV, including sexual orientation and additional health issues as 
well, but this often created barriers, challenges and complexities with the process. A 
small number reported positive experiences, illustrating how disclosure sometimes 
resulted in social workers researching and preparing for assessments. Although 
these findings are only directly applicable to HIV-related adoption, they are in line 
with Samrai ef al. (2011), highlighting that positive support during placement 
assessments is significant in producing positive assessment outcomes.
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Discriminatory attitudes among participants varied, to include: a) racial discrimination 
which included those from BME groups who were declined fertility treatments so that 
they could adopt children from their culture; and b) being homosexual or single 
homosexual males seeking to become adoptive parents. The discourse of hetero­
sexism, associated with the view that heterosexuality is superior to homosexuality 
(the discourse of hetero-normativity), was perceived in social work practice. Perhaps, 
this is due to the fact, that assessment protocols used by professionals are socially 
constructed to guide their assessments towards provision of HIV-related receive 
fertility or adoption services. For that reason, PLWHIV are prone to be denied 
adoption or reproductive services for any reason (Blyth et al. 2008).
Logie et al. (2012) illustrate that hetero-normativity promotes stigmatisation and 
discrimination and reduces access to health and social care services. Concurring with 
Matthews and Cramer (2006), Goldberg et al. (2009a) and Golberg et al. (2009b) 
there is a suggestion from this study that social workers believed that heterosexuals 
and female figures provide better parenting, and therefore they are less challenged 
during adoption assessments. These practices were notably old fashioned as they 
promote the exclusion of those outside conventional social norms (Blyth et al. 2008). 
Further, Goldberg ef al. (2012) supports these findings, describing social workers’ 
suspicions and serious scrutiny of gay men’s intentions to adopt. Again, these 
attitudes appeared to vary between local authority regions and adoption agencies 
supporting existing evidence around health inequalities pertaining to the fertility and 
health needs PLWHIV (Cook etal. 2009; Newmeyer etal. 2011).
Craft ef al. (2007) emphasise that stigmatisation and discrimination cause low self­
esteem, which in turn increases risky sexual behaviours. For that reason, the
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existence of stigmatisation and discrimination in these services resulted in PLWHIV 
feeling reluctant to utilise fertility or adoption services. There was a concern that this 
could potentially increase sero-sorting or unprotected intercourse among 
heterosexuals to achieve pregnancy. However, within the areas of discrimination 
highlighted in this section, HIV was a common factor in combination with a mixture of 
race, sexual orientation and gender. It is unclear how much these factors contributed 
to discrimination. It is likely that they contributed to complex discriminatory attitudes 
perceived by participants.
However, it is important to note that participants were clear about their perception 
that HIV was a predominant area of discrimination. Sexual orientation and race also 
appeared to be important. It is likely that these and all the other factors were 
contributors to this complex experience. This finding is unique in highlighting such 
varied, complex and dynamic discriminatory practices specific to PLWHIV within the 
fertility and adoption literature.
6.4.2 Power imbalances in fertility and adoption services
Another key finding in this research relates to the power dynamics between PLWHIV 
seeking to have children and those delivering services. Participants felt a high level of 
dependency on social workers, adoption panels, fertility consultants and decision 
makers to make assessments and determinations about whether or not PLWHIV will 
be supported to have children. Predominantly, PLWHIV were concerned about the 
quality of services they received as opposed to the type of adoption or fertility 
treatment they received. Given that both fertility and adoption processes involved a 
high level of scrutiny; this resulted in uncertainties about the possibilities of being 
offered fertility treatment funding or succeeding with adoption assessments.
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Participants felt that representatives of the fertility and adoption services exercised 
their power by making procedures rigorous, to the extent that PLWHIV felt 
unwelcome within the system.
Bundy-Fazioli et al. (2009) suggest that power imbalances can be linked with the 
concepts of “blatant” and “legitimate power” conflicts, which are assigned to social 
workers and those in clinical professional roles. Those in professional positions, 
practice knowledge and competence assert power around the safeguarding of 
welfare and health issues (Blyth et al. 2008). Similarly, findings highlight that 
participants interpreted the eligibility criteria used by fertility consultants or social 
workers as power tools that were utilised to either offer or decline services. 
Concurring with Poveda et al. (2013) and Donchin (2010), the adoption system and 
fertility clinic structures and procedures used by health and social care 
representatives were interpreted as powerful gatekeepers of service provision.
Therefore, the absence of support from social workers, GPs and other health workers 
was seen as a powerful tool that was used to deter them from having children. These 
findings are supported by studies illustrating that, GPs and social workers 
indiscriminately exert power in their roles causing infertile couples or individuals to 
feel powerless in the hands of professionals (Danilik and Hurtig-Mitchell, 2003). This 
discourse is relevant for PLWHIV, who lose control over their health and reproductive 
choices by relying on medical advisors and consultants to confirm whether they are 
healthy enough to take on a parenting role (Taylor 2001; Danilik and Hurtig-Mitchell, 
2003).
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In that context, PLWHIV lost control in family planning because they needed to 
comply with lengthy assessment periods or treatment cycles, waiting lists in 
healthcare systems, the nature of communication by professionals, decision-making 
and the lack of up-date knowledge held by practitioners, as well as the discrimination 
encountered within the system. This is consistent with the findings of Clifford and 
Cooper (1997) and Poveda et al. (2013), who reported numerous interviews and 
lengthy procedures in adoption services. Furthermore, feelings of powerlessness 
were noted around the intrusive nature of fertility and adoption procedures which 
mandated the disclosure of private information, family circumstances, reviews of 
medical history, further medical examinations and numerous medical procedures. To 
prove commitment, it appeared that participants had to humble themselves and 
comply, or else they would have been seen as disobliging. The findings above are 
consistent with existing research outlining similar characteristics of powerlessness 
(Goldberg et al. 2009a) among participants or patients going through similar 
procedures.
Allan (2001) posits that patients going through fertility treatment seek out care 
providers who are available practically; emotionally and who relate to them on a 
personal level. For some, powerlessness resulted in perceiving emotional distance 
and lack of empathy from providers and this increased resistance to PLWHIV 
challenging the system. In this regard, PLWHIV perceived themselves as defenceless 
because they felt vulnerable and susceptible to further stigmatisation and 
discrimination.
Continued difficulties with managing adoption and fertility processes contributed to 
psychological factors, which are presented in the next section.
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6.4.3 Psychopathological impact associated with accessing fertiiity and 
adoption services
A further important finding of this study is the psychological responses experienced 
by PLWHIV as they engaged with adoption and fertility services. In respect of the 
various psychological issues encountered by PLWHIV, a combination of family, 
societal and socio-cultural pressures resulted in stress when family and friends 
frequently questioned pregnancy. Cultural expectations imposing a need to invest in 
childbearing typically forced some participants to incur debts, using up savings and 
borrowing money in pursuit of expensive fertility treatments, th is  increased levels of 
stress associated with exploring parenting options. The existence of cultural 
pressures that create stress around childbearing is supported by Wanyenze et al.
(2013).
Daniluk (2001) suggested that pursuing alternative parenting methods can be 
destructive for infertile couples. For PLWHIV, such disruption arose from the cultural 
and societal pressures mentioned above, spreading to create conflicts in 
relationships, uncertainties about parenthood and emotional turbulence. Therefore, 
infertility appeared to cause relationship strains. Negotiating parenting options 
appeared to be a dispute resolution process, although relationship breakdowns were 
also reported. Donerelli et al. (2012) postulate that women struggle more than men 
with infertility, particularly when they are desperate to have a child in a new 
relationship. This was evident when men explained how their partners struggled to 
deal with infertility.
In this study, it seems that some men with children from previous relationships 
reported less psychological distress, although others highlighted frustration with
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infertility and high levels of stress associated with exploring parenting options. Similar 
to Webb and Daniluk (1999), Daniluk (2001) and Donerelli et al. (2012), both men 
and women struggled emotionally with infertility. It was evident that men and women 
in homosexual and heterosexual relationships appeared equally desperate for 
children. Moreover, they appeared supportive of each other in mitigating shared 
psychological distress associated with complex fertility procedures. As such, these 
findings concur with Craft ef al. (2007) and Wanyenze ef al. (2013), indicating that 
men and women struggle equally with infertility. Thus, decisions to have children 
among PLWHIV are sometimes centred on strengthening relationships where men 
and women are struggling equally with infertility investigations.
Howe (1998), Allan (2007), Atkinson and Gonet (2007), Hall (2008) and Newmeyer ef 
al. (2011) all suggest that prolonged periods of seeking fertility treatment and 
adoption can cause distress, depression, ambiguity, anxiety and uncertainty. This is 
due to the notion that people's lives are left static whilst waiting for the outcome of 
either treatment or an adoption assessment. Similarly, the findings in this study assert 
that PLWHIV experiencing prolonged assessments or fertility treatments; those who 
are denied fertility treatment funding or adoption assessments, those who are 
unsuccessful within adoption assessments and find the procedures intrusive or feel 
discriminated and challenged by the system, all suffer emotional upheavals. They 
face increased anxiety and depression. In many ways, these findings match those of 
Cousineau and Domar (2006); Goldberg (2009a) who also report fear of rejection and 
hopelessness.
Those who perceived a glass ceiling and who felt unable to challenge the system 
gave up or placed their hope to super natural interventions. This concurs with
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Rousdari and Allan (2011) suggesting that religious and spiritual beliefs are 
sometimes helpful in increasing hope and reducing stress among infertile women. In 
a sense this helped PLWHIV to cope with being in suspense during transition period 
because of uncertainty caused by procedures pursued to aid parenthood. As well as 
feeling rejected, PLWHIV found insensitive social work and healthcare practices 
distressing, and reported anxieties around whether disclosure of HIV status would 
lead to assessments being rejected. Daniluk (2001) supports these findings, 
indicating that insensitivity among professionals causes frustration and additional 
psychological suffering.
Nevertheless, some participants reported positive experiences from social workers 
and healthcare staff. Concurring with Allan (2002), there could be some 
inconsistencies relating to how emotional sensitivity and emotional awareness 
displayed by health care staff and social workers were perceived by PLWHIV. This is 
due to the notion that, many professionals dealing with sensitive health issues such 
as HIV and infertility may be able to share empathy and provide emotional awareness 
yet they are able to exercise emotional intelligence without showing emotional 
intimacy. Therefore, due to issues around isolation, PLWHIV may well demand 
emotional attention such that any unsatisfactory outcome resulting from treatment or 
adoption assessments could also be assumed as a spurce of stigmatisation, absence 
of support or insensitive particularly when they are desperate to address cultural 
pressures to have children (Gardino 2010).
6.5 Anticipating parenthood
Clearly, participants whose fertility treatment and adoption were successful reflected 
on their excitement about parenting. They found positive professional relationships
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with social workers helpful in their transition and preparation for adoption, and 
therefore felt able to continue the adoption process (Samrai et al. 2011). In parallel 
with Farber et al. (2003), preparedness to reconstruct identities as adoptive parents 
was improved by knowledge of adoption, information about the adoptive child, 
emotional readiness and support networks.
Commitment to take up a parenting role was demonstrated by their drive to maintain
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healthy HIV conditions. Studies by Chen etal. (2001), Panozzo etal. (2003), Yudin et 
a/. (2010) and Peak et al. (2013) all highlighted that those who were stable on 
medication and who were anticipating a longer life expectancy felt ready to manage 
parenthood, as demonstrated by efforts to seek alternative opportunities to achieve 
parenthood. This study’s findings also suggest that PLWHIV who are stable with their 
condition are encouraged to seek opportunities to renew their family lives, either by 
being first-time parents or by having additional children.
• , (
Similar Murphy et al. (2010), this study shows that when PLWHIV pursue alternative 
parenthood options, they are also ready to make practical changes that include
offering a caring and child-friendly home environment, offering emotional availability,
-
a readiness to provide stimulation for children, and reconstructing social lives and 
social networks in order to satisfy the child’s needs. Such a transition was accepted 
and viewed positively by both heterosexuals and homosexuals. However, 
homosexuals perceived adoption as an abstract process that seemed unreal in the 
absence of biological or physiological evidence, such as pregnancy, that emphasised 
the reality of this transition. Darvill et al. (2010) suggest that pregnancy helps with the 
process of transition and anticipation. It seemed that at the point of anticipation, 
discrimination and difficult experiences associated with adoption processes
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contaminated such experiences. However, assertiveness and persistence were 
important to maintain anticipation of having the child in their care and exercising 
parenthood.
PLWHIV demonstrated a genuine desire to be considered “fit” to care for children in 
care and provide them with stability. This was observed in how they understood 
children’s vulnerabilities and how they understood circumstantial factors around 
becoming an adoptive parent living with HIV. However, participants differed in their 
views about disclosing their HIV sero-status to their children. For those who opposed 
openness about HIV, managing medication intake was one issue that raised anxieties 
about how adoptive children would cope with knowing about their adoptive parent’s 
health condition (Antle et al. 2001 ).
Therefore, practical changes such as altering how medication is stored and 
consumed were intended to ensure sensitivity towards adoptive children’s ages and 
emotional development until such time as they were deemed able to understand. 
Antle et al. (2001) support these different family beliefs, affirming that families have 
dissimilar cultural perspectives around discussing sensitive and private issues with 
children. The need to protect children from potential HIV stigmatisation agrees with 
findings from Farber et al. (2003) suggesting that parents with HIV tend to protect 
their children from HIV-related stigma. Furthermore, Qiao et al. (2013) illustrate the 
importance of cultural sensitivity to age-appropriate disclosure to ensure better post­
disclosure management for children and the management of any negative 
consequences.
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6.6 Contingency planning
Contingency planning is a core part of social work care planning processes for 
children, and it is particularly relevant where HIV has become a long-term illness. A 
study by Mason and Vazquez (2004) identifies the importance of contingency 
planning among families affected by HIV, in order to offer peace of mind and mitigate 
the impact of stressors caused by worries about the possibility of future care-giving in 
the event of unexpected health deterioration, persistent illness or death. Their study 
showed that factoring in contingency planning enhances stability for children and 
enables the appropriate provision for welfare needs.
Contingency planning was reported mostly by those who had successfully adopted. 
They felt that they needed to consider alternative options for permanency in the event 
of serious illness in the future. Indeed, those who considered long-term alternative 
care provisions were clear that this was not on the basis of HIV. PLWHIV in this study 
anticipated living a long life, and they were all healthy. Therefore, their reasons for 
contingency planning were based on their desire to ensure long-term stability and 
security for their children. These findings are supported by Cooper et al. (2007) and 
Kirton (2013), who stresses that contingency planning for children offers stability and 
continuity. These findings are further parallel to Kenrick (2009), emphasising the 
importance of contingency planning and continuity of care for children’s attachments, 
emotional well-being and possibilities to build a solid sense of protection and identity. 
Green and Smith (2004) posit the need for PLWHIV to utilise multidisciplinary 
networks and foster care provisions in the event of health deterioration when 
extended family members are out of reach.
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For sero-concordant couples, contingency planning involved consideration that in the 
presence of two parents, one would provide alternative primary care arrangements 
should they be required. However, in single homosexual parent households, special 
guardianship arrangements were put in place within the family networks to ensure 
that the child would be cared for by familiar family members if there was the need. 
This evidence suggests a clear shift from evidence provided by Antle et al. (2001 ) 
suggesting that contingency plans were implemented by PLWHIV only in the event of 
HIV-related deterioration. The differences in these findings are likely linked with the 
evolving nature of HIV as a health condition, which now has improved longevity 
giving PLWHIV the prospect of a longer future with their children. The principle of 
concurrency planning within family networks is nevertheless supported by Jones
(1997), Kirton (2013) and Kenrick (2009) in terms of benefits for stability, attachment 
and issues around trust and identity formation. These findings are new knowledge in 
the literature looking at care planning for children in care, adoption and HIV.
6.7 Relating the study to theory 
6.7.1.1 Loss and Grief
Participant experiences relate to voluntary and involuntary childlessness as forms of 
loss resulting in various grieving processes. This is supported by the loss and grief 
theory suggesting that the realisation of infertility or childlessness can result in trauma 
or a sense of loss (Gupta, Goplan and Kulhara 2004). Loss occurred when 
participants' inability to achieve biological parenthood was confirmed through various 
features influencing the construction of infertility and childlessness. For some, 
infertility implied a life crisis that prevented achieving societal norms and gender roles 
pertaining to motherhood or fatherhood (Daniluk and Hurtig-Mitchell 2003).
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Participants’ understanding of their infertility seemed linked with HIV itself or related 
infertility problems that resulted in altered image. As with other studies loss and grief 
presented gender differences (Cudmore 2005; O’Leary and Thorwick 2006). Loss 
and grieving childlessness reflected threats to a real sense of womanhood or 
manhood, loss of position in one’s family or society (Greil, Slauson-McQuillan 2010). 
Grief seemed a reaction portrayed through emotional distress, inability to cope, 
disappointment, powerlessness and feelings of worthlessness (Crawshaw and Belan 
2010). Further, grief was encountered with failed fertility treatment which increased 
the burden of childlessness (Letherby 2003). Some men were able to depict their 
emotional vulnerabilities yet others suggested ability to cope and therefore providing 
a more supportive role to their partner. It was common that women seemed 
emotionally distressed by childlessness (Cudmore 2005; O’Leary and Thorwick 
2006).
6.7.2 Risk and resilience theory
The resiliency theory helps with teasing out participants’ psychological ability to 
adjust to their loss and adversity linked with HIV-related childlessness (Schofield and 
Beek 2005). It was obvious that participants had been exposed to the adversity of 
HIV and infertility. Alongside this, negative risk factors included stigma, discrimination 
and social pressures experienced within the developmental stage of attempting to 
achieve parenthood. In line with the theory of resilience, pursuing adoption and 
fertility treatment suggested participants’ manifestation of competence in challenging 
or adapting to the new identity as infertile or childless (Masten 2001). This is 
supported by Benard (2004) suggesting that those with resilience uphold skills that 
help them to cope with parenthood and the need to build attachments. On the other 
hand, the process of negotiating fertility treatment in both sero-discordant and sero-
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concordant relationships implied that HIV status, can be salient in relationships 
(Eeden-Moorefield 2008). Moreover, employing various mechanisms to cope with 
childlessness and subsequently seek alternative interventions are framed by the risk 
and resiliency theory as positive actions towards positive relationship maintenance 
(Eeden-Moorefield 2008).
In that regard, those who accessed fertility and or adoption services highlighted the 
capacity to address their loss and grief. Positive adaptation included coping and 
responding effectively to the stressors linked with challenging fertility or adoption 
procedures. For example, in respect of both heterosexual and homosexual males, 
inclusive of identified stigma and discrimination associated with class, age and sexual 
orientation, participants in this study were able to bounce back from the adversity of 
various stigmas, oppressive practices and fought for parenthood (Oswald 2002). 
Moreover, enduring through numerous treatment cycles, numerous adoption 
assessments, commitment to travel and engaging in invasive assessment or 
treatment procedures represented resilience. Arguably, these traits were encouraged 
by individuals and a joint level of resiliency between couples which helped them to 
create meaning around their pursuance of adoption and fertility thus increasing 
coping ability (Eeden-Moorefield 2008).
This study suggests that individual experiences suggest that PLWHIV require support 
with the challenges associated with accessing fertility and adoption services. This 
corroborates with Eeden-Moorefield (2007) and Oswald (2002) indicating that support 
for PLWHIV increases resiliency. Given the level of secrecy, internalised stigma and 
concerns that others may not understand their life-worlds, support workers were seen 
as positive factors that increased resiliency. Use of positive support increased coping
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and reduced stress (Masten 2001). According to Oswald (2002) and Walsh (2002) 
resiliency techniques are buffers to emotional responses such a stress. Thus, it is 
argued that, recognising that PLWHIV going through fertility and adoption thrive to 
maintain resiliency despite various emotional stressors, distress and physical 
demands requires professionals to provide a unique role to PLWHIV seeking 
assistance with parenthood (Eeden-Moorefield 2008).
Therefore, reinforcing resilience through social networks and case management 
seems important in increasing strength-based practice, hope and long term 
capabilities (Rodgers and Rose 2002). Strength-based practice in itself is considered 
useful in addressing issues around power differences, oppression, stereotypes and 
labelling PLWHIV as different because practitioners will make efforts to understand 
better the needs of accessing fertility or adoption services (Saleebey 2006). In that 
regard, Oswald (2002) supports this finding from his proposition that resilient 
individuals and couples develop ways to re-define their identities by finding meaning 
and a sense of family, a process of intentionality which includes commitment to 
family, commitment to processes that build a family and integrating with the norms of 
a given sexual orientation in order to achieve a family identity.
Thus, in light of the various external and internal factors influencing the construction 
of infertility, diagram 6 below demonstrates that resiliency in respect o f PLWHIV 
seeking fertility treatment or adoption relies on various factors including individuals’ 
internal dispositions or personalities and external influences. These factors are likely 
to help PLWHIV to develop positive coping mechanisms, building and maintaining 
resilience in order to achieve positive outcomes. Diagram 6 suggests that for 
PLWHIV to cope better through fertility and adoption services, they need to be
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encouraged to develop social competence; infertility problem solving; autonomy; 
support towards building a new identity and to establish a sense of purpose. 
However, the building of resiliency should also be considered within a personal 
context. Essentially a strength based approach allows PLWHIV to use their skills, 
abilities to regain a sense of power towards achieving the goal of parenthood and a 
family life.
Diagram 6: Resiliency Wheel for PLWHIV seeking alternative parenting methods
►Sensitivity to HIV. 
•Practice that reduces 
emotional or 
psychological strain. 
►Encourages stable 
physical, emotional 
and mental health 
effecting positive 
and competent 
parenting capacity
Empowerment
Autonomy.
Rights to 
paren&oodanda 
family life.
Empowerment. 
Anti-discriminatory 
and non-judgemental 
practices.
PLWHIV to feel they 
can choose a 
parenting option.
►Positive support 
networks. 
►Provision of 
information, advice 
and support. 
►Addressing stigma 
and discrimination.
To promote coping!
Addressing loss and 
grief.
New identity and a 
sense of purpose.
Modified from Henderson et ai. (2007)
Less challenging adoption 
and fertility procedures. 
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protocols and procedures.
6.8 Relevance to anti-oppressive practice
Anti-oppressive practice is particularly relevant to findings of this study in the light of 
the evidence for stigmatisation, discrimination and power imbalances demonstrated 
in the findings. Anti-oppressive practice in social work involves addressing the social 
divisions and structural inequalities between service providers and participants
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(Dominelli 1996). Hall (2007) further asserts that social work should address 
stigmatisation and discrimination. Dominelli (1996) suggests that anti-oppressive 
practice represents an unrestricted value system that reduces inequalities in people’s 
lives. The process therefore includes empowering participants to challenge unequal 
service provision and demand respectful environments that value individual 
differences and oppose marginalization of social groups. However, the experiences 
of participants in this study indicate that health and social care institutions appear not 
to be compliant with anti-oppressive practices. Their organisational systems and 
practice structures appeared bureaucratic and oppressive, since PLWHIV felt 
unaccepted or unwelcome in these settings.
Lack of resources and inconsistent practices in both services facilitated complexities 
that demonstrated discriminatory services. For example, with regards to infertility 
treatment, low income and an inability to self-fund treatment resulted in systemic 
barriers that reduced opportunities for PLWHIV to receive the assisted reproductive 
treatment they required (Strier and Binyamin 2009). This effectively removed 
opportunities to have biological children. Similarly, inconsistent adoption procedures 
created barriers to adoption. This led to numerous adoption assessments, repeated 
insensitive infertility experiences, and PLWHIV feeling rejected by the system.
Negative and humiliating experiences appeared to result of oppressive institutions 
that facilitated prejudice. Ultimately, this reduced the possibilities for PLWHIV to 
exercise their rights to parenthood. Charnley and Langley (2007) emphasised that the 
absence of cultural awareness causes cultural incompetence and oppressive and 
discriminatory practices. As with Gerrand (2012), Charnley and Langley (2007), this 
study suggests that a lack of understanding of diverse cultural factors within the ‘HIV
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community’ led to PLWHIV feeling devalued and marginalized, and subsequently 
experiencing numerous psychological problems.
Rycus et al. (2006) and Logie et al. (2012) both argued that a lack of appropriate 
training often leads to incompetence or unconsciously incompetent professional 
practice. Concurring with these findings, this study demonstrates that a lack of 
training results in a range of assessment practices that are discriminatory. A lack of 
up-to-date knowledge about HIV resulted in inaccurate assessments, a lack of HIV- 
specific understanding and insensitivity during practitioners’ interactions with 
participants. This was also relevant in race discrimination and other issues around 
heterosexism. Training should thus enable practitioners to exercise cultural sensitivity 
within all aspects of HIV services, which may include racial, age and differences in 
sexual orientation (Rycus et al. 2006; Hall 2007; Gerrand 2012). Sogren et al. (2012) 
suggest that, effective practice is rendered by continuing social work education that 
promotes attitude changes and sensitive practice behaviours that value and respect 
participants in order to mitigate stigma and discrimination.
It appears that service delivery procedures will need to be changed through macro- 
systemic changes at political levels (Strier and Binyamin 2009) to ensure that practice 
is anti-oppressive on the front line. Smith and Cowie’s (2010) work is relevant in 
asserting that organisational structures, practice pressures and collective emotional 
burden affect the manner in which health and social care staff respond to the needs 
of participants. They indicate that such pressures tend to result in inappropriate 
emotional expressions and poor service delivery when working with vulnerable 
participants. As noted in this study, cultural insensitivity increased anxieties among 
PLWHIV and affected recruitment and retention of prospective adoptive parents who
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were affected by HIV. These findings reflect concerns that public services continue to 
be oppressive. Local authorities and healthcare settings appear to promote policies 
that produce systems disabling those with HIV from achieving parenthood leaving 
PLWHIV feeling that the system is punitive. Such practices appear to be laid within 
the power structures of society. These bases of what appears as oppression may be 
difficult to combat. For example, scarce fertility treatment recourses assume that HIV- 
related infertility issues will be resolved, and yet these services are inaccessible and 
carry unaffordable costs. The concepts of pay-it-yourself and individual responsibility 
are not a reality when PLWHIV cannot meet the expenses.
Anti-oppressive practice recommends changing organisational structures to eliminate 
discrimination and power imbalances. Therefore, it will be vital that health and social 
care agencies offering services to PLWHIV develop protocols that are inclusive 
(Strier and Binyamin 2010). Reaffirming anti-oppressive and anti-discriminatory value 
bases, such as self-determination, dignity, and respect for individuals, will encourage 
practitioners to provide services that oppose stigmatisation and discrimination and 
enable better opportunities for PLWHIV to easily navigate through their services of 
choice. On the other hand, empathy and emotional intelligence will enable 
professionals to recognise their own emotional needs and those of participants in 
order to sensitively address the needs of PLWHIV (Smith and Cowie 2010). 
Concurring with Jones (2009), such practices will ultimately enable children born to or 
adopted by PLWHIV to enjoy their human rights without experiencing marginalisation 
because of discrimination their parents encounter.
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6.9 Implications for practice
Concerns that arose from this study particularly centre on the complexities around 
accessing services and on-going discriminatory practice among social workers and 
health care providers. In order to improve future practice and achieve better service 
delivery for PLWHIV seeking parenthood, this study proposes the development of an 
appropriate understanding of HIV and its impact on fertility. The study further 
recommends increased efforts to financially assist those living with HIV who are 
seeking to have children and who may be unable to source funding independently.
Lack of information was identified as serious barrier. As such, creating systems that 
are easily accessible, less stressful or complicated will make it possible for PLWHIV 
to access information easily. It is therefore considered necessary to promote fertility 
treatment and adoption among BME communities through HIV support workers, GPs, 
co-working agencies and across mainstream services. With increased availability of 
information, increased knowledge about both services is likely to reduce 
transmission. In addition, this may also influence change in the cultural attitudes that 
stigmatise adoption as an option for achieving parenthood.
It is important for health and social care practitioners determining opportunities for 
parenthood in respect of PLWHIV to understand broad cultural aspects around HIV, 
and to seek to address these sensitively. Understanding that PLWHIV are vulnerable 
and susceptible to stigmatisation and discrimination resulting from their condition is 
vital in ensuring that anti-discriminatory practice and anti-oppressive practices are 
implemented, without'marginalising and reducing the opportunities for PLWHIV to 
achieve parenthood.
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Lack of HIV-specific knowledge impacted on the outcomes of adoption assessments. 
It is therefore essential that those assessing prospective adopters are trained about 
the current issues relating to HIV. Perhaps specialised HIV adoption social workers 
should be nominated in local authorities or adoption agencies. This will improve their 
theoretical knowledge and allow practitioners to connect this knowledge with the 
framework and protocols for assessing and working with prospective adopters. In that 
regard, it is recommended that there should be a framework specifically for working 
with PLWHIV who are going through adoption processes. This will ensure sensitivity 
during interventions with PLWHIV, accuracy in social work assessments, sensitivity 
among adoption medical experts, and appropriate decision making concerning the 
implications of HIV on a case-by-case basis.
Moreover, it is important that practitioners should understand the stigmatising nature 
of HIV, and recognise that disclosure is a significant step taken by PLWHIV who 
intend to ensure transparency during adoption processes. Therefore, PLWHIV 
require practitioners to acknowledge and realise their vulnerability to stigmatisation, 
discrimination and emotional distress that may be caused by cultural incompetence 
or insensitivity. Reassurance about high levels of confidentiality in recording and 
information-sharing protocols is likely to reduce lack of trust in the system, 
hopelessness and isolation caused by resistance to accessing services.
Multidisciplinary working represents a holistic approach towards sharing information 
and the provision of services. However, a major barrier in assisting PLWHIV through 
adoption and fertility processes was associated with poor collaborative practice. It is 
likely that this is due to differences in organisational goals and interests. Achieving
V  ■ ;
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collaborative working requires efforts from all professionals and a universal 
commitment to support PLWHIV who are seeking to achieve parenthood. Improved 
efforts for collaborative working and multi-disciplinary training for health and social 
care professionals including charities such as THT; social workers and healthcare 
providers may benefit the outcomes for PLWHIV seeking to have children. This is 
approach is likely to ensure that PLWHIV are fully supported and face fewer 
obstacles in fulfilling a satisfactory parenting role.
Diagram 7: Visual representation o f this study’s recommendations
nth
discr im inatory
practice
Improved
support
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In terms of HIV as a long-term illness and the increased number of PLWHIV seeking 
to adopt children, specific adoption plans that take into account contingency plans 
within family networks will be desirable to ensure continuity within trusted family 
relationships.
Diagram 7 above illustrates the centrality of PLWHIV and how improvements in 
practice as detailed above will impact on the experiences of PLWHIV seeking 
parenthood in terms of key practice issues.
6.10 Summary of chapter
This chapter focused on discussing the findings of this study. There is evidence to 
suggest that some PLWHIV going through fertility and adoption have successfully 
achieved parenthood, and it is encouraging that those who succeeded through these 
services reported positive experiences. This included positive relationship with social 
workers. It is therefore likely that professional relationships and social workers' levels 
of communication and support are significant in providing positive experiences and 
ensuring retention of adoptive carers (Samrai et al. 2011 ).
However, the key findings in this study suggest that fertility and adoption services 
were associated with significant barriers such as lack of information, stigmatisation, 
and discriminatory and domineering practices. Consequently, accessing these 
services and achieving parenthood was not a smooth process; rather, it involved 
significant psychological impacts. Although participants receive support from support 
workers within HIV charity organisations, PLWHIV continue to be confronted with
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significant challenges around structural barriers that obscure their rights to have 
children.
Notwithstanding the responsibilities of local authorities and healthcare providers to 
assess and support PLWHIV to have children, power dynamics within fertility and 
adoption services make it difficult to advocate parenthood for PLWHIV. This study 
recommends that by breaking barriers within these services through single agency or 
joint training for health and social care professionals, services for PLWHIV will be 
improved.
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Chapter 7 
7. RESEARCH CONCLUSION
7.1 Introduction
This study concludes that PLWHIV seeking fertility treatment or adoption continue to 
face challenges that sometimes hinder achieving parenthood. It is recommended that 
increased education and multiagency support is provided to ensure PLWHIV are 
afforded better opportunities to have children without feeling prejudiced. This chapter 
therefore presents the conclusions of this study.
First, a critical evaluation of the methodology and methods used in this study will be 
presented to confirm their suitability for the study. The strengths of the study will be 
presented together with an examination of the study’s applicability to practice and the 
body of knowledge. The limitations of the study will be highlighted, and emerging 
recommendations for future research will be presented. A dissemination plan will be
presented indicating how the findings of this research will be shared with various
\ ■ - 
agencies and participants in this study. Finally, the conclusion section will bring the
study to a close.
7.2 Evaluation of methodology
I PA has been used by other researchers to explore issues relating to HIV and other 
complex health areas (Bramley and Eatough 2005; Flowers et al. 2011). This 
approach was appropriate because of its sensitivity and interest in investigating 
events experienced in participants’ life-worlds. The approach has mainly been used 
in health and illness because of its psychological grounding (Smith 2010).
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This study followed Smith’s (2004) data collection and analysis proposals for 
achieving analytic and interpretative narratives. This was due to the delicate nature of 
HIV and infertility, which required flexibility during data collection. Semi-structured 
approaches allowed participants to freely divulge any aspects of their experiences 
which stood out to them. The purpose of this study was to understand how 
participants make meaning of their experiences, as opposed to how PLWHIV learn 
about their experiences (Smith 2010). Thus the methodology suited the study’s aim 
and suited individuals’ narrative styles, providing structure in telling their stories as 
well as allowing any emotional responses arising during interviews.
I PA was appropriate in generating extensive accounts of themes by the process of 
interrogating the data analytically using an interpretive approach. The rigorous 
strategic interpretive process is described in chapter four. Accounts were evidenced 
in nuanced extracts describing how participants perceived the services they received 
and the complexities within their existential life-worlds as they lived with their HIV 
condition. Meaning was constructed from participants’ life-worlds, both individually 
and through cross-case analysis using the social constructivism framework. A 
rigorous analysis was conducted and evidenced in a strategic process. Thus, 
richness in particular themes that were strongly represented became evident, and 
confirmability was achieved. / ,
Given the diverse and varying complexities around participants’ HIV-related infertility,
/
participants’ experiences were reasonably unequally shared or lived. Moreover, 
participants had varying demographic characteristics. The various services they 
accessed were characterised by different attitudes and policies around HIV-related
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fertility treatment and adoption. The sample size was in accordance with Smith et al.
(2009), who discourage large samples in I PA to enable depth and detailed 
investigation through ideographic case analysis. This facilitated quality, texture and 
sensitivity to the context of participants' experiences.
According to Brocki and Wearden (2007) and Smith (2010), the interviewing process 
and questions are crucial to the quality of responses and the data emerging from 
them. Therefore, through reflexivity, the researcher clarified participants’ 
interpretations and perceptions of their experiences during the interview stage. Due 
to the sensitivity of the research, experiences were not revisited following interviews 
to prevent further distress. Sensitive prompting was used appropriately, and 
participants were comfortable with the research approach. Understandably, some 
became emotional when they reflected on their experiences and associated traumas. 
Post-interview counselling was offered through the THT, although no participants 
pursued this option.
Interpretations were made according the researcher’s own understanding, 
experiences and interpretation of all the data gathered. The strength of the research 
analysis thus depended on the extent to which the researcher was the tool for 
analysis, providing a rich insight of the subject investigated (Smith 2004; Larkin et al. 
2008).
7.3 Strengths of the study
As far as the researcher is aware, this study enhances the scant body of research 
considering the experiences of PLWHIV who are going through both fertility and 
adoption and who have received support from HIV charities in the process.
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There is little research looking into the experiences of going through adoption after 
assisted reproductive treatment, and this study also considers these experiences. As 
such, this study contributes unique findings, reflecting contributions from PLWHIV 
who had support from charitable organisations whilst seeking parenthood. Given the 
current policy interest in promoting recruitment of adoptive parents, this study will 
provide a new perspective on how PLWHIV should be considered within adoption 
systems. .
The strength of this study is in the new knowledge that has emerged within the 
broader perspective of research on PLWHIV from diverse cultural backgrounds who 
are seeking fertility treatment and adoption. This includes sero-concordant and sero- 
discordant couples.
7.3.1 Clinical Practice
The study provides new knowledge which may be used to influence policy and 
clinical practice, informing all professionals working with PLWHIV within health, social 
care and voluntary organisations to improve collaborative working in order to improve 
service delivery and experiences of PLWHIV who are seeking parenthood.
The study has provided evidence suggesting positive experiences among PLWHIV
succeeding fertility and child adoption. In light of the loss and grief theory and
resiliency theory applied to this study, it is argued that PLWHIV going through fertility
treatment and adoption demonstrate reasonable levels of resilience enabling them to
manage through challenging fertility treatment and adoption interventions.
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Essentially, despite experiencing various losses associated with HIV and infertility or 
HIV-related infertility, it is conceptualised that many PLWHIV are open to change, 
seeking parenthood and to use protective and adaptive behaviours or social networks 
in order to achieve normalcy. Therefore, a resiliency wheel (diagram 6) contributes 
towards understanding how to build or enhance the process of resiliency within the 
context of PLWHIV.
The current study also contributes to the growing body of research on adoption within 
a specialised area (PLWHIV) in an era where the recruitment of adoptive parents is a 
subject of significant political interest. A lack of recorded statistics about PLWHIV 
adopting children is noted. The study strengthens the need to sensitively compile 
statistics about PLWHIV adopting children to ensure further service improvements in 
the future. In the light of the scarcity of research highlighting the attitudes of adoption 
social workers in assessing individuals and couples living with HIV to become 
adoptive parents, research in this area will benefit service delivery and provide insight 
on current practice.
Significant power imbalances presenting barriers to adoption are illuminated by this 
study. Thus, the study identifies a need for inclusive process that encourages a 
collaborative framework during adoption assessments. The study proposes 
developing an HIV-specific adoption framework within current assessment 
procedures. This should be parallel to the new NICE (2014) guidelines in terms of 
being explicit about how PLWHIV should be supported to achieve parenthood. 
Ultimately, this will promote good practice, cultural competence and reassurance that 
adoption systems are responsive to the needs of PLWHIV.
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7.3.2 Body of knowledge
A contribution to I PA research within the context of HIV, fertility and adoption has 
been demonstrated by the approaches utilised in this study. To that effect, the study 
has provided methodological contributions. Adapting I PA stages of analysis provided 
a clear process of analysis and recognition that I PA is dynamic. Moreover, the 
constructivist lens applied through the analysis process enhances understanding 
around the construction of infertility, assisted reproductive treatment and adoption 
services for PLWHIV.
Using I PA, the study contextualized a broad understanding from rich experiences 
within the life-worlds of PLWHIV who were utilising fertility and adoption services. The 
loss and grief theory provides a framework for social work practitioners to understand 
that PLWHIV going through fertility and adoption experience levels of loss, trauma 
and grief associated with childlessness. On the other, their ability to manage their 
loss and grief is mirrored by their levels of resilience encouraging them through 
fertility and adoption process that are somewhat challenging in themselves.
This study produced significant findings recommending a shift in the clinical practice 
exercised by adoption and fertility clinic staff. A call for systemic changes has been 
made to eradicate power imbalances, promoting a cultural shift that combats stigma 
and discrimination against PLWHIV who are seeking parenthood. Thus, the study 
should be relevant to researchers seeking to undertake future research exploring 
other aspects of fertility and adoption within the HIV realm.
7.4 Limitations of the study
As this is an IPA study using a diverse and small sample, the findings cannot be
generalised, although they will contribute to the body of knowledge and clinical
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practice. Recruitment was limited to HIV charity organisations, and therefore potential 
participants could have been missed by excluding social services and NHS services 
from the recruitment plan. However, the views of NHS patients have been 
represented in previous studies. Separating this study from social services 
encouraged participation, increased reassurance in confidentiality among participants 
and their reduced anxieties about jeopardising concurrent or future adoption 
assessments.
7.5 Recommendations for future research
The findings of this research have illustrated that PLWHIV encounter anxieties 
concerning the secrecy of HIV and medication management once their children are 
placed with them. Research exploring post-adoption experiences in detail will be 
beneficial in demonstrating how PLWHIV manage through this period, examining 
their transition to adoptive parents. Such research will be of benefit to both literature 
and practice given the current policy drive to improve post-adoption support services.
It will be in the interest of social work knowledge to explore the experiences and 
views of medical advisors, social workers and decision makers who are assessing 
and considering PLWHIV for adoption. Such research may yield useful knowledge 
and provide evidence indicating how adoption systems interpret their assessments of 
HIV within adoption. Furthermore, it will be useful to understand how medical experts 
within adoption systems feel about their decision making process in relation to 
PLWHIV.
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7.6 Dissemination strategy
This research intends to generate new knowledge and build on existing literature 
within the field of health and social care through conducting the following:
• This research will be presented to an audience working with PLWHIV in 
health settings ranging from GPs, hospitals and fertility centres to adult and 
children’s services within social work and the social care sector. It is therefore 
intended that this research will influence practice through the distribution of 
information. The diagram below indicates the proposed dissemination 
strategy, suggesting how knowledge will ultimately filter down to influence the 
experiences of PLWHIV.
Diagram 7: Dissemination strategy
Scholarly
journals
Service Users Living With HIV
• It is in the interest of those who took part in this study, as well as others living 
with HIV, to be informed about this research and its findings. This will provide 
them with knowledge about how others have perceived the provision of
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services currently in place, and about the recommendations emerging from 
the research and how the researcher proposes to influence improvements in 
service provision.
• Additionally, the researcher will publish this piece of research across a 
number of platforms. This will enable others in the field to build knowledge. 
and undertake critical analysis within the area of this study.
• The findings of this research are intended to be published in scholarly journals 
(both paper and online) to increase recognition among peers.
• Summarised reports of this research will be presented through the following: 
conference presentations, lectures, team meetings, team away days, and 
training days. This will reinforce the dissemination of this research and help to 
influence practice among those directly working with PLWHIV.
7.7 Conclusion
The purpose of this study has been to understand the lived experiences of PLWHIV 
who accessed fertility treatment and adoption services. The study focused on the 
experiences of those who received support from HIV support workers. Pursuing 
alternative parenting options such as assisted reproductive treatments and adopting 
children was encouraged by the desire for an opportunity to have biological children 
through fertility treatment. Adoption offered a further opportunity for childless 
individuals and couples to have children, whether their childlessness was because of 
their sexuality or unresolved fertility issues. Participants reported a need to negotiate 
appropriate methods that were agreeable and which were considered risk-free 
between couples.
Participants indicated that access to both fertility and adoption were a challenge, and 
they reported negative attitudes around HIV, stigmatisation and discrimination, and
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power imbalances. These factors resulted in oppressive practices which prevented 
PLWHIV from easily achieving parenthood, and in some cases this caused them to 
withdraw from services. Due to the challenges they faced, PLWHIV consequently 
suffered psychological problems such as isolation, helplessness and depression. 
Contributing to some of these problems were factors such as repeated cycles of 
treatments and assessments, prolonged fertility and adoption assessments, and the 
unavailability of support from service providers, family and friends given the secrecy 
around the HIV condition.
Nevertheless, some positive experiences were noted when PLWHIV received support 
from practitioners in both fertility and adoption services. These positive experiences 
related to improved communication by practitioners, better professional relationships, 
a thorough and up-to-date understanding of HIV, and absence of discrimination, as 
well as the availability of support throughout the process. Although these findings 
suggest inconsistencies in practice, they suggest possible prospects of improvements 
to adoption and social work practices in the future.
This research contributes to knowledge in the area of HIV fertility and adoption 
services. The research emphasises the need to restructure fertility and adoption 
services to offer inclusive services that empower PLWHIV to have children. As 
advances in HIV treatment are increasingly allowing PLWHIV opportunities to live 
healthily and to enhance their families with the capacity to parent, they may be able 
to offer healthy, secure and long-term stability for children in care, 
y
Furthermore, with fertility and adoption services that are less stressful, PLWHIV will
continue to enjoy stable mental health and a good quality of life. In light of their own
consideration to implement contingency planning to ensure continuity, security and
positive family attachments, adoption and fertility services should find ways to provide
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supportive services that both those living with HIV and their children will appreciate in 
the long term.
Real progress in the delivery of fertility and adoption services will require provision of 
services that think beyond HIV itself or the need to reduce transmission. To avoid 
obstructing fair provision of services, there is a need to safeguard the rights of men 
and women living with HIV. This can be done by ensuring gender equalities, class 
equalities and rights to parenthood, rights to family life and the rights of children to be 
protected and safeguarded. Fortifying human rights such as gender and class 
equalities will ensure that homosexual individuals and couples, men and women 
seeking parenthood access desired services to achieve parenthood. They will be 
supported and encouraged to enjoy normalcy and lives as parents.
Equally, a rights based approach should also be taken to ensure that children enjoy 
rights to family life. These rights can be achieved through non-discriminatory 
provision of fertility treatment. Blyth et al. (2008) highlight the importance of a balance 
between the rights and best interests of the child of fertility treatment and the rights to 
parenting, a family life and autonomy. Those requiring adoptive families will be 
provided with rights to a family life through adoptive kinship relationships that are 
processed on a timely basis without leaving children to anguish in care without a 
sense of family life or real permanency. This may be achieved through revising 
procedures that discriminate various adoptive parents within the philosophy of “last 
resort" parents currently embedded within adoption practice. In that regard, principles 
of anti-djscriminatory and anti-oppressive practices may encourage safeguarding the 
rights of parents living with HIV and the rights of children to family life. Therefore, 
interventions are needed that do not only see PLWHIV as individuals with rights but 
as individuals beyond their illnesses.
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Appendix 1
Search Table
Search
Phrase
Database Relevant Articles Irrelevant articles In terms 
of the research question but 
which could be considered 
as suDPortlng literature
"Child CINAHL
adoption" The
+aduits Cochrane
+ HIV positive Library
Not policy Embase
Not children
No articles addressing HIV- 
positive parents adopting 
children.
Post-adoption non-HIV- 
related.
Adoption of policies and 
services.
Post-adoption contact. Foster 
care.
Interracial adoption. Inter­
country adoption. Open door 
adoption.
"Child 
adoption" 
+adults 
+ HIV positive
CINAHL
The
Cochrane
Library
PubMed
No articles addressing HIV- 
positive parents adopting 
children.
Post-adoption.
Adoption of policies and 
services.
Post-adoption contact. Foster 
care.
Interracial adoption. Inter­
country adoption. Open door 
adoption.
Reduction in.
“Child 
adoption” 
+ HIV 
Not policy
CINAHL
The
Cochrane
Library
Embase
PubMed
No articles addressing HIV- 
positive parents adopting 
children.
Some articles exploring HIV- 
positive parents with HIV 
positive children.
Infectious disease.
Health of adopted children.
HIV in chiidren. Stigma.
HiV prevention.
“Child
adoption”
+ parent + HiV
Or “child 
adoption” + 
HIV
Or HIV+ child 
adoption
CINAHL
The
Cochrane
Library
Embase
PubMed
Relevant articles related to 
HIV but scant research 
related to HIV, adoption and 
parenting
No articles related to HIV, 
adoption and parenting
Psychosocial issues.
Teenagers infected with HIV.
HIV prevention intervention.
Fertility treatment and 
prevention of transmission.
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Policy interventions and policy 
adoption.
Adopt 
+ HIV ' 
+ parent
The
Cochrane
Library
Embase
PubMed
Scant articles relating to 
adoption and HIV.
Effective in adopting a child 
and faced a rigorous 
process. Being a father is 
daunting, and surviving HIV.
Literature considering 
parenting with HIV, parenting 
desires and the use of fertility 
treatment.
Children’s HIV status 
stigmatisation.
Disclosure.
Related to infertility. 
Stigmatisation and 
discrimination 
Parenting desire.
Disease management 
stigmatisation.
Fertility 
+ HIV 
+ parenting
PubMed
The
Cochrane
Library
Embase
Articles looking at HIV and 
transmission prevention.
Fertility desires.
Scant literature specifically 
looking at adoption. 
However, adoption 
considered as an alternative 
parenting option and cross- 
referenced.
Adolescence HIV and 
pregnancy prevention.
Children with HIV
Disclosure and impact on 
parenting.
Stigmatisation and 
discrimination.
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Appendix 2 
Examples of some articles supporting the study
Author(s) Study findings and relevance to this research on adoption and fertility
Adoption UK (2011)
A questionnaire-based study using 179 responses was 
undertaken to explore how the recruitment, assessment and 
preparation of adoptive parents has improved since the policy 
drive to increase the efficacy of recruiting adoptive parents.
The study is not HIV-specific. However, out of 2,000 adoptions 
a year, the number is declining although good practice in terms 
of the provision of reasonable service to prospective adopters 
was noted. The study highlights disproportionate practices and 
expenses in recruitment, preparation and support for adopters. 
Decision making is based on individual or agency value 
judgements that are not universal.
Barreiro PJ, Castila JA, Larga P 
& Soriano V (2007)
Although the study acknowledges assisted reproduction as a 
possibility to reduce the likelihood of HIV transmission, natural 
conception is considered an alternative for HIV-sero-discordant 
couples with complete suppression of veremia and effective 
antiretroviral treatment. Provides a protocol for managing 
natural conception.
Bravo P., Edwards A, Rollinck 
S. &ElwynG. (2010)
Literature review highlighting that since HIV has become a 
long-term illness PLWHIV continue to suffer stigmatisation and 
discrimination and consequentially psychological problems. 
Fear of disclosure remains a problem, and decisions about 
parenting can be affected by stigmatisation and discrimination, 
isolation and lack of support.
Bujan L., Sergere M., Martinet 
S., Porte L., Massip P., Pasque 
C. & Daudin M. (2007)
Assessed semen quality among HIV 190 positive men. Results 
showed that motile spemotozoa and sperm counts decreased 
and ejaculation volumes alter due to HIV.
Chan C.C.W. & Ho P.O. (2006) Argues for reproductive rights and anti-discriminatory service 
provision for PLWHIV.
Chen J., Phillips K., Kanouse 
D., Collins R. & Miu A. (2001)
Qualitative study exploring the desire of PLWHIV to have 
children. Interviewed 1,421 adults living with HIV. From these, 
28-29% of men and women on HIV treatment desired to have 
children. A desire for additional children was also evident.
Cooper D., Harris J., Myer L., 
Orner P.& Braken H. (2007)
A qualitative study undertaken in South Africa to assess the 
intentions to have children. Resistance to accepting PLWHIV 
in was noted adoption systems. Counselling was 
recommended to prevent transmission and viral strain.
Cowgill et al. (2007) Study analysing custody status of children whose parents live 
with HIV. Interviews were undertaken with 538 parents. The
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'study revealed that many parents with HIV lost custody of their 
child due to histories of drug abuse, financial instability, and/or 
mental health problems.
Craft.s., Delaney., Bautista D. 
& Serovich J . (2007)
Fear of vertical transmission impacted on decisions to have 
children among 74 women living with HIV in an American 
quantitative survey.
De Bruyn M. (2006) Highlights the scarcity of research in the area of adoption. The 
study indicates on-going stigmatisation and discrimination as 
barriers to successful parenting and pursuing adoption. The 
study recommends the provision of information and guidance 
to encourage PLWHIV to consider adopting as an alternative 
safe option enabling them to have children. Also recommends 
fair adoption assessments.
Dulioust E., Le Du A., D., 
Guibert J., Kuhstmann J.M., 
Heard 1., Juillard J.C, Salmon 
D., Leruez-Ville M., Mandelbrot 
L., Rouzioux C., Sicard D., 
Zorn J.-R., Jouannet J., & De 
Almeida M. (2007)
RCT with 189 men who provided a semen sample. The men 
were on ART. Findings suggest that HIV affects the quality of 
sperm. HIV-infected and control groups of men showed no 
significant difference with regard to semen consistency or 
sperm concentration. However, HIV positive men showed low 
ejaculation volumes and decreased sperm count. Study 
suggests that fear of risk transmission results in voluntary 
infertility and a need for fertility treatment.
Flowers P. (2006) Qualitative study evaluating psychosocial problems among 30 
Black Africans in the UK. The findings noted on-going isolation, 
stigmatisation, discrimination, identity problems affected by 
HIV and increased isolation following disclosure. Reduces the 
likelihood that individuals will access services.
Frodsham, L.C.G, Boag F., 
Barton S. & Gilling-Smith C. 
(2003)
UK study using a postal survey looking at demand and 
provision of fertility treatment to HIV-infected couples. 74 ACU 
clinics registered with the Human Embryology and Fertilisation 
Authority to offer fertility treatment and 294 genitourinary 
medicine (GUM) clinics in the United Kingdom. Study indicates 
that 65 HIV-infected women attended Chelsea and 
Westminster ACU and suggests an increase in PLWHIV 
seeking fertility treatment. However, absence of funding for 
sperm wash may increase unsafe conception and risk of 
transmission. Risks of cross-contamination to other patients; 
sero-conversion; transmission to uninfected partners and 
unborn children were noted.
Gerrand P.A. (2012) The study analyses how cancer survivors navigate through 
adoption processes and concludes that cancer survivors face 
significant barriers towards achieving adoption and fertility 
treatment. Barriers relate to health discrimination, ethical 
concerns and delayed cancer medical examinations and costs.
Lange T. (2003) 40 community-based AIDS service providers based in America
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were surveyed to explore resources offered by local authorities 
to PLWHIV. On-going employment discrimination, health and 
social care, housing, immigration, education and prison 
institution discrimination were demonstrated from local 
providers. These organisations deal with 10 complains a year 
due to stigmatisation and discrimination. Study reports that 
PLWHIV lose custody of their children due to HIV sero-status. 
HIV continues to impact on day to day life and family life, e.g. 
having children, deprivation of human rights, violation of 
privacy through poor service provision.
Liu A.Y., Kittredge P.V., 
Vittinghoff E., Raymond H.F., 
Ahrens K., Matheson T., Hetch 
J., Klausner J D., BuchbinderS. 
P. (2008)
Cross sectional quantitative study looking at 1819 HIV 
uninfected gay/bisexual men in California. The study looked at 
PeP and PreP awareness. PeP was common among those 
known to HIV clinics. 47% of uninfected men known to STD 
clinics were aware of PeP, but only 4% reported the use of 
PeP. While 16% reported PrEP awareness, only 1 % had used 
PrEP. Positive attitudes were reported in terms of considering 
PeP and PreP in the future. Promotes education and risk 
reduction programmes.
Manserg G., Koblin B., Colfax 
G., McKirnan D., David J., 
Flores S A., Hudson S. (2010)
Multi-variate analysis looking at PrEp and among drug users. 
13% of HIV negative and 24% of HIV positive participants 
reported feeling reassured about transmission through PrEp 
and less concerned about HIV. Risk taking was noted among 
men having sex with men who were optimistic about PeP. 
Research recommends on-going condom use alongside ART 
and asserts that PrEP and PEP are not entirely risk-free.
Mattassa M. (2011) Initiation of antiretroviral treatment protects HIV-uninfected 
sexual partners from acquiring HIV with 96% reduction.
Newmeyer T., Tecimer S.N., 
Jaworsky D., Chihrin S., Gough 
K., Rachils A., Martin J., 
Mohammed S. & Loutfy M.R. 
(2011)
Qualitative study exploring experiences of those using sperm 
washing. Difficulties in accessing fertility were experienced due 
to factors such as cost and unavailability of services 
throughout the country. Lack of information, stigmatisation and 
discrimination affected family planning and safe decision 
making around having children.
Peak A., Nowoweiski S.J & 
Giles M.L (2012)
Assessed medical and psychosocial experiences' of HIV sero- 
discordant couples using fertility treatment. Issues associated 
with infertility stress, relationship strains, emotional and 
financial burdens were noted, impacting on the effective 
psychological wellbeing of PLWHIV.
Ross A., Van der Paal L., 
Luberga R., Mayanga B.N., 
Shafer L.A., & Whitworth J. 
(2004)
Quantitative study investigating the association between HIV 
progression and incidence of recognised pregnancies. 191 
women comprising of 92 HIV sero-positive and 99 HIV sero­
negative were recruited in South-West Uganda. HIV reduced 
pregnancies due to increased abortion, risk of foetal loss. 21
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spontaneous abortions were noted and 12 still births and foetal 
losses.
Sauer M.V. (2003) Ethical debates about fertility treatment for couples living with 
HIV.
Si berry G.K., Williams P.L., 
Mendz H., Seage G.R., 
Jacobson D.L., Rohan H., Rich 
K.C., Griner R., Tassiopoulous 
K., Kacanek D., Mofenson L.M., 
Miller T., Dimeglio M.D. &Watts 
H.D. (2012)
Quantitative study evaluating the effect of Tenofovir on 449 
pregnant women in comparison with those uninfected. No 
effect of Tenofofir on foetal growth, no effects on baby post 
birth.
Spike J.P. (2003) Discusses an ethical dilemma regarding fertility treatment. 
Argues in favour of risk prevention for children on welfare 
grounds. Spike argues that it is better for a child not to be 
conceived than to be born with a serious illness. May 
recommend IVF only if both partners are tested first, but 
excludes HIV-discordant couples with HIV-positive women, 
allowing HIV-positive men.
Springs M. & Charles T. (2003) Supports the provision of assisted reproductive treatment to 
HIV sero-discordant couples. The article argues that there is 
no violation of ethical principles. Assisted reproduction is likely 
to produce less harm and more benefits. However, exclusion 
for treatment will require full assessment and non- 
discriminatory practices.
Sunderam S., Hollander L., 
Macaluso., M., Vusetich A., 
Jamieson D.J., Osimo F., Duerr 
A., Semprini A.E. (2008)
Qualitative exploration of reproductive choices among HIV 
discordant couples who underwent sperm washing. 
Participants expressed high desire for parenthood and to have 
biological children. Study recommends greater support and 
speedy implementation of intervention to facilitate safer 
alternatives to help with biological childbearing.
Thornton, A.C., Romanelli, 
F.M.D., Pharm, D., Jana, D., 
Collins, B.S. (2004)
Literature review to identify useful information regarding 
counselling for HIV sero-concordant and sero-discordant 
couples considering reproductive treatment. Asserts that ART 
not entirely risk-free. Rate of transmission to female partner 
greater at 0.001 than female to male as below 0.001 when on 
treatment. Highlights on-going risky sexual practices involving 
unprotected sex to protect relationship or have children. 
Promotes multidisciplinary support to prevent risk of 
transmission
Vernazza P., Brenner 1. & Graf 
1.(2007)
Risk of transmission is low among male partners fully receiving 
treatment. Risks can be reduced further by using timed 
intercourse and PreP with Tenofovir. Rates using natural 
conception are higher at 40% than using assisted 
reproduction.
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Vernazza P., Hirschel B., 
Bernasansconi E. & Flepp M. 
(2008)
Study highlighting that HIV-positive individuals who are not 
suffering from any other STD and who are complying with ART 
with very suppressed veremia and receiving regular health 
reviews are less likely to transmit HIV if their viral loads are 
undetectable for at least 6 months, without STD. HIV RNA in 
sperm poses a risk of transmission. Risks of transmission 
diminish if ART is effective.
Yudin M.H., Shapiro H.M. & 
Loufty M.R. (2010).
Evaluation of fertility services in Canadian fertility clinics. 
Discrimination is still on-going. Not all hospitals are willing to 
offer fertility services and there could be a barrier of resources 
which is unclear in this study. There could be other hidden 
reasons.
Zutlevics T. (2006) Provides ethical debate about the reluctance of practitioners to 
offer reproductive treatment to HIV-sero-concordant couples. 
Argues that until evidence addresses concerns about a 
possible 1-2% of viral transmission during gamete transfer, 
reproductive treatment is presented as unethical.
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Ethics Approval
^  UNIVERSITY OF
^  SURREY
Miss Tambudzai Chipawe
Health & Social Care '
FHMS
Ethics Committee
08 March 2012 
Dear Miss Chipawe
The Experiences of people living with HIV in accessing fertility treatment and 
adoption services EC/2012/18/FHMS
On behalf of the Ethics Committee, I am pleased to confirm a favourable ethical opinion for the 
above research on the basis described in the submitted protocol and supporting 
documentation.
Date of confirmation of ethical opinion: 8 March 2012.
The final list of documents reviewed by the Committee is as follows:
Document
Summary of the project
Detailed protocol for the project
Invitation to participant letter
Information sheet for participants
Consent form for vulnerable groups
Interview Guide
Questionnaire
Risk assessment
Recruitment advert
THT Personal Safety Policy and Procedure
Zurich Municipal letter & Protocol Submission Proforma: Insurance
This opinion is given on the understanding that you will comply w ith the University’s Ethical 
Guidelines for Teaching and Research. If the project includes distribution of a survey or 
questionnaire to members of the University community, researchers are asked to include a 
statement advising that the project has been reviewed by the University's Ethics Committee.
The Committee should be notified of any amendments to the protocol, any adverse reactions 
suffered by research participants, and if the study is terminated earlier than expected with 
reasons. Please be advised that the Ethics Committee is able to audit research to ensure that 
researchers are abiding by the University requirements and guidelines.
You are asked to note that a further submission to the Ethics Committee will be required in the 
event that the study is not completed within five years of the above date.
Please inform me when the research has been completed.
Yours sincerely
Glenn Moulton
Secretary, University Ethics Committee 
Academic Registry
cc: Professor S Williamson, Chairman, Ethics Committee
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Terrence Higgins Trust 314-320 Gray’s Inn Road London WC1X8DP Tel: 020 7812 1600 
Fax; 020 7812 1601 Email: info@tht.org.uk Website: www.tht.org.uk THT Direct: 0808 802 1221
The HIV and sexual health charity for life
Tambu Chipawe-Cane 
5 January 2012
To whom It may concern,
/
Tambu Chipawe-Cane Is currently collaborating with Terrence Higgins Trust In the capacity 
o f a PHD researcher looking at reproductive health Issues affecting people living with HIV 
Including fertility Issues and Issues around adoption.
Terrence Higgins Trust Intends to support Tambu as we fee! this Is a valuable and under­
researched subject and the study would be of use to the charity In supporting people living 
with HIV who are considering having a family and need Information about what Issues 
people have experienced around fertility and adoption. The research would also help the 
charity by Informing our Policy and Public Affairs work.
We will assist directly by advertising the research to potential participants through our 
network of contacts and through our social media presence. Tambu w ill be able to use our 
office facilities and we will be able to provide support to participants If they were to 
experience emotional upset or distress after being Interviewed regarding their experiences 
though our helpline, THT Direct, and our Wellbeing services.
Blake Smith
Information Officer 
Policy and Public Affairs
Patrons indude:
Professor Jane Anoerson 
Sir Richard Branson 
Sirron Callow CBc 
Julian Clary 
Martin Clunes 
Darne Judi Dench •
Tracey Emin
Lord Fowler
S:epf%n pry
Paul Gambacclnî
lord Gicndonbrosk CSE
Charles Hart
Sir Elton John
lord Kirkwood of Kirkhopc
Lord Mom's cf Handswortn
Caron Doctor Paul Otstrckhtr
Professer Anthony Pl.nch'ng
Caroline Quentin
Danny Rampling
Gaby Rosiiff
Sir Antony ShcrKSE
Reverend Nicolas Stacey
Dr Miriam Stoppard OSE
Dr Rupert Whluicer
Tony Whitehead MSS
Johnny Wynne-Williams
Terrence Higgins Trust is a registered chanty in England and Wales (reg. no. 288527) Company reg. no. 1778149 and a registered charity in Scotland (reg noiC039996).
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insurance Cover
Z U R I C H
MUrMlClFAL
To Whom It May Concern
Our ref: Team FEHE/HD 30 July, 2012
Zurich Municipal Customer: University of Surrey and wholly owned 
subsidiaries
This is to confirm that University of Surrey and wholly owned subsidiaries have in 
force w ith this Company until the policy expiry on 31st July 2013 Insurance 
incorporating the following essential features:
Policy Number: NHE-17CA01-0013 
Limit of Indemnity:
Public Liability: £35,000,000 any one event
Products Liability:) £35,000,000 for all claims in the Pollution: ) aggregate during 
any one period of insurance Employers’ Liability: £35,000,000 any one event 
inclusive of costs 
Excess :
Public Liability/Products Liability/Pollution: £250 any one event 
Employers’ Liability: Nil any one claim 
Indemnity to Principals :
Covers include a standard Indemnity to Principals Clause in,respect of contractual 
obligations.
Full Policy :
The policy documents should be referred to for details of full cover.
Yours faithfully 
Helen Duggan
Underwriting Services . .
Zurich Municipal 
Farnborough
Zurich Municipal 
Zurich House 
2 Gladiator Way 
Farnborough 
Hampshire 
GU14 6GB 
Telephone 0870 2418050 
Direct Phone 01252 387852 
Direct Fax 01252 375893 
E-mail helen.duggan@uk.zurich.com@zurich.com 
Communications w ill be monitored 
regularly to improve our service and 
for security and regulatory purposes 
Zurich Municipal is a trading name of 
Zurich Insurance pic
, A public limited company incorporated in Ireland. Registration No. 13460
Registered Office: Zurich House, Ballsbridge Park, Dublin 4, Ireland. 
UK branch registered in England and Wales Registration No. BR798S. 
UK Branch Head Office: The Zurich Centre, 3000 Parkway, Whiteley, Fareham, Hampshire P015 7JZ 
Authorised by the Irish Financial Regulator and subject to limited regulation by the Financial Services Authority. Detaiis about the extent of our regulation by
the Financial Services Authority are available
from us on request
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Appendix 5
Risk Assessment and Lone Working Poiicy
Risk Description Likelihood of occurrence
0- Unlikely
1- Likely
Risk management
Intrusive 1 -  The research is 
exploring a sensitive 
personal subject/life 
experience.
Participants will be reassured to only 
share information voluntarily.
Reactive to 
personality clash
1 -  It is acknowledged 
that gender, sexuality 
and race issues may 
cause personality 
clashes that may impact 
on the interview.
Respect for participants’ background 
will be rendered. Sensitivity will be 
maintained during the course of the 
interviewing processes. Non- 
judgemental practice will be followed.
Victim of 
Infertility
1 -  Participants would 
have HIV-related 
infertility issues.
Sensitivity will be maintained.
Victim of stigma 
and
discrimination
1 -  Participants may be 
victims of prejudice 
during access to 
services.
Reassurance and understanding will 
be rendered during the interviewing 
process.
Victim of 
unsuccessful 
treatment or 
adoption
1 -  Participants maybe 
victims of prejudice 
during access to 
services
Reassurance and understanding will 
be rendered during the interviewing 
process.
Pressured to tell 
their story
0 -  Participants will not 
be pressured to 
participate.
Participants may wish to 
withdraw from the 
research.
Informed consent will be provided by 
forms being completed and signed 
before starting research. Participants 
will be allowed to withdraw from the 
study at any given time during the 
interview.
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Fear of breach of 
confidentiality
1 -  Participants will be 
concerned about their 
privacy and
confidentiality.
0- Breach is unlikely. 
Privacy and
confidentiality will be 
maintained by following 
Data Protection Act 
1995 legislation and 
THT legislation.
A private interview room will be used 
as a safe place for participants to 
speak to the researcher. I will not have 
access to THT files or true names of 
participants if participants do not 
disclose this information at interview. 
Participants can therefore use fictitious 
names during the course of this 
research. Telephone interviews will be 
considered as a means to maintain 
confidentiality if participants choose 
not to visit the THT offices. Alternative 
arrangements can be made to see 
participants in a neutral venue other 
than THT offices for privacy.
Lone working 1 -  Likely to speak to 
participants in a different 
environment than THT 
offices.
I will always inform Lisa Power, Blake 
Smith, Wendy Knibb and Vasso 
Vydelingum if any home visits or non 
office visits are being made. Contact 
by telephone or email will be made 
before and after the interview. This 
lone working policy will be abided by.
Emotional Upset 1 -  Clients are likely to 
feel emotionally upset as 
a result of discussing 
infertility.
1 -  for the researcher
THT will provide supportive 
counselling sessions if required.
Supervision will be used to provide the 
researcher with emotional and moral 
support.
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1. Introduction (linkage to parent policy; what is to be 
achieved)
THT takes the safety of its clients, staff and volunteers 
seriously and this procedure aims to give guidance in matters 
of personal safety to minimise risk, and reassure staff and 
volunteers that their personal safety must always be of . 
paramount importance.
THT recognises that the nature of some of the work the charity 
undertakes may result in staff and volunteers being put in a 
position which has the potential for harm or fear of harm.
When addressing the issue of personal safety a common sense 
approach is in the main sufficient, and staff and volunteers 
are encouraged to apply the same rationale to work 
situations as they would in their personal lives and act 
accordingly
2. Scope
This policy and procedure has been developed to ensure the 
safety of all staff and to support the implementation of the 
Trusts Health and Safety Policy on lone, outreach and out of 
hours work. This policy and procedure extends to all staff 
(permanent, sessional, contract or volunteers) undertaking work 
for the Terrence Higgins Trust.
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3. Procedure
Safer Working Guidelines
• Managers should designate someone to be the office - 
contact for those staff who work in the community
• Staff must let their manager know if they are going 
straight from home to a work appointment, give details of 
the name of the client and the address of the meeting, 
and what time they are expecting to arrive in the office. 
Staff must keep managers informed if their plans change
.(e.g. if they are off sick)
• Staff should have mobile phones with them at all times, 
and ring into the office to advise when the visit is 
over, and that they are on the way back to the office
• Clients who are known to be abusive should never be seen 
by a lone worker
• Staff who are doing more than one visit in a day should 
provide details of all visits with approximate timings, 
and should check in with the office between appointments
• Staff working in the community should still ensure they 
take a lunch break
• If staff do not ring in or return to the office within 
half an hour of their expected return then a call to 
their mobile should be made. If no contact can be made 
then the manager or designated person should refer to-the 
instructions given by the employee on the 'Emergency 
Situations' Sheet (see appendix 1). If it is not possible 
to follow these instructions then it may be necessary to 
inform the police '
• All assessments of clients and venues should take into 
account any risk factors and where appropriate a risk 
assessment should be completed by the worker and agreed 
by the manager ,
• All visits to clients must be recorded in line with' THT 
policies and procedures
• .Staff who see clients alone in interview/counselling
rooms should have access to a room alarm or personal- 
alarm
Staff should always position themselves between the 
client and the door
Members of the public must be escorted by a member of 
staff to and from the interview room(s)
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staff should make other members of staff aware they are 
using private rooms
• If any member of staff using an interview/counselling 
room(s) feels threatened, or is assaulted they should 
leave the interview room immediately, or if available hit 
the panic alarm
• If an alarm is in place, all staff within the vicinity 
must immediately respond in line with procedures agreed 
on site in advance. This may mean all staff on site meets 
close to the room and then staff with the most experience 
enter the room. If all staff go directly to the room this 
could inflame the situation, so other staff should 
position themselves where the client cannot see them
• When staff respond to any incident, judgment needs to be 
exercised regarding numbers of people to keep the 
situation under control
• If staff are subject to violence, or members of the 
public behave in a threatening or aggressive manner (that 
poses a risk) assistance should be sought from the police
• Any problems related to work with clients must be
, discussed with Managers, recorded on the file and where 
appropriate, a risk assessment completed or reviewed
• Any incident or abuse in any form must be reported to the 
Manager and an Incident Reporting and Risk Assessment 
Form.completed and sent to the relevant person (the 
Health, Safety and Business Continuity Officer must be 
notified immediately and must be sent a copy of the 
completed form)
• Staff must not visit clients or take anyone out when they
are on sick leave, annual leave or on a day off for any
other reason
• If staff are at all concerned about a client visit they 
should not go alone. When deciding if a visit is safe, 
consider not only the client concerned, but the time of
day and the area they live in
• Members of the public who are known to pose a threat to
staff- should not be seen by a lone member of staff
Personal alarms will be made available if required
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• staff must not give out personal details e.g. home 
addresses or telephone number to clients
Be aware of risk by assessing - the environment
■ Always keep near to the exit '
■ Keep any personal alarms or mobile phones at hand
■ If there is a panic button, be aware of where it is 
and ensure it can be reached
■ Where possible, arrange meetings at secure buildings
■ Avoid wearing anything that can be grabbed (scarves, 
long earrings etc)
If staff become uneasy during a visit then they should 
leave immediately and inform their manager as soon as 
possible
When staff are leaving or returning to a car they should 
consider : -
■ Have any personal alarms or mobile phones accessible 
at all times
■ Always have keys in your hand before reaching your 
car -
■ If out after dark, park in a well-lit area
■ Where possible park where there are lots of people 
around
■ Do not leave a case file or personal items in plain 
view of the car windows
■ Always check there is no one in the car before 
getting in
■ Do not take short cuts across waste land or in unlit 
areas
■ If concerned someone is following you go straight to 
an occupied shop, pub etc and seek assistance
■ Always have more petrol than you need to complete 
your journey
■ Keep your car in good working order to avoid 
breakdowns (refer to Vehicle Usage Policy)
■ Keep your door locked when you are in the car
■ All staff must have cover for business use in their 
car insurance
■ Clients must wear seat belts at all times unless 
medically exempt
Loss of keys/equipment must be reported to line Managers 
immediately ,
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Health and Safety guidelines must be adhered to in terms 
of the use of IT equipment
All staff must inform their manager of any health issues 
that may affect their work .
All staff must follow THT policies and procedures and 
request guidance/training as appropriate
Out of Hours Working Guidelines
/
*
Staff must make managers aware of any work they are doing 
which is out of core office hours
Managers must designate a member of staff or themselves 
who will be available for staff to 'book off' with when 
working put of hours
Staff who are working in a THT office during the evening 
or at the weekend must phone the designated person to 
confirm they have finished work and have left the 
premises
Staff who are working in another agencies premises should 
also phone the designated person to confirm they have 
finished work and have left the premises ;
staff who work on street based outreach (e.g. PSE work) 
should contact a designated 'on call' person to book in 
at the start of the shift, then call in at least hourly 
while working the session and book off at the end of the 
session. Some outreach services (e.g. working with street 
based sex workers have the added security measure of 
booking on and off .with the police)
If the call does not come in within 30 minutes of the 
expected time the 'on call' designated person should 
attempt to make contact via mobile phone and if no 
contact can be made the police and the manager should be 
informed
Staff working on the streets should always have at.least 
two people on the shift and should not be out of each 
other's sight at any point. It is good practice to have 
two people on the street and one in a nearby car
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Lone Worker Guidance
• Due to the nature of the services THT provides it is 
likely that some staff and volunteers will need to work 
unsupervised. Staff and volunteers including health 
promotion workers, care workers on visits, and workers in 
small sub offices regularly do and will be expected to 
work alone
• Lone workers must be given the same support, supervision, 
advice and development opportunities from management that 
workers within a team are given
• Managers should ensure the same checks on performance and 
quality of the work of lone workers as they do on the 
work of other staff and volunteers
• Lone workers do not benefit from regular day-to-day 
contact with their managers and colleagues. Therefore, it 
is important that robust arrangements are in place for 
reducing the consequences of isolation by ensuring good 
and regular communication arrangements are in place .
Managers should put into place arrangements which will 
ensure that lone workers will receive all key information 
from the charity. Lone workers should be included in all 
the usual cascade and other staff meetings
Managers should put into place arrangements to ensure 
that they are fully aware of the work done by lone 
workers. Managers should review outputs with lone workers 
and consider options for monitoring quality according to 
the type of work undertaken (e.g. accompanied visits, 
sitting in on interviews etc)
Lone workers should ensure that their line manager has 
access to their online diary, and that this is updated 
regularly. It is vital that managers know the whereabouts 
of lone workers at all times
Lone workers should follow the guidance in this policy to 
ensure they remain safe
Health and Safety Risk Assessment
Any worker performing any task on behalf of the charity must be 
aware of possible risks to their Health & Safety, and should 
self-assess those risks and discuss any concerns immediately 
with their line manager. This must be written up and signed off
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both by the lone worker and by the manager and should be 
reviewed on a regular basis.
The assessment must cover and resolve (where possible) areas 
such as -
• What possible risks are inherent in my activity both to
myself and to others?
• What possible risks may I encounter in the environment in 
which I am working?
• 'How can I minimise or avoid those risks?
• How could I alert others to an emergency situation 
safely?
What to do in an emergency
Remove yourself from immediate harm or danger 
Remain responsive to the changing situation 
Let others know where you are and what is happening if at 
all possible
Enlist help if appropriate and possible 
Maintain calm
Observe the verbal and non-verbal communication of the 
client
Speak clearly, and explain what you are doing 
If possible remain in sight of the client 
Show that you are listening to what the client is saying 
by responding in a way that acknowledges the client's 
distress
If the client is willing to, discuss with them the 
circumstances and issues that have contributed to the 
present emergency
Encourage the client to express and accept their feelings
in a safe way no matter how intense
Always treat the client with respect and dignity 
What not to do in an emergency
Do not let the client, equipment, or furniture block your 
exit from the room or building
Do not act before you have to, or do more than is
necessary to resolve the situation
Do not leave a client who is experiencing an emergency
alone except if you are in danger
Do not minimise or denigrate what is going on for the
client. Phrase what you wish to say in respectful
language
Do not expect the client to respond to your requests
Do not respond to personal abuse
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4. Statutory & regulatory obligations
Working alone is not in itself against the law, and it will 
often be safe to do so. However, the law requires employers to 
think about and deal with any risks before anyone is allowed to
work alone. Duties apply under :
■ The Health and Safety at Work etc Act 1974 and
■ The Management of Health and Safety at Work Regulations
1999
Employers are required to identify hazards of work, assess the 
risks and j3ut measures in place to control or reduce risks. 
Lone Working is a key issue for the organisation and where 
risk assessment shows, that it is not possible for the work to 
be done safely by a lone worker, arrangements for providing 
help or back up should be in place.
5. Assessments: Health & Safety; Equality;  ^Information
Security; Privacy Impact
The overall impact of this policy and procedure and its 
implementation will be to reduce the risks to personal safety 
faced by staff, and ensure so far as is reasonably practicable 
their health, safety and welfare while they are at work and 
more when specifically undertaking lone, outreach and out of 
hours work. It will also seek to ensure compliance with 
relevant legislative and statutory obligations.
6. Roles and responsibilities
The Board is responsible for ensuring that the requirements of 
this policy and procedure are implemented and monitored, and 
that adequate resources are made available to implement this 
policy and procedure.
The Health, Safety and Business Continuity Officer is 
responsible for developing and maintaining the policy and 
procedure and providing advice and guidance to management and 
staff in all matters relating to health, safety and welfare.
Managers within the charity are responsible for ensuring that 
the policy and procedure and its supporting standards and 
guidelines are built into local processes and that, there is 
ongoing compliance.
All staff; permanent, temporary, volunteers and contracted 
staff are responsible for ensuring that they are aware of the 
requirements incumbent upon them and for ensuring that they 
comply with these on a day to day basis.
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Appendix 6
Consent Form for Vulnerable Groups -  People Living With HIV
• I the undersigned voluntarily agree to take part in the study o n .......................... ....
I have read and understood the Information Sheet provided. I have been given a full 
explanation by the investigators of the nature, purpose, location and likely duration of the 
study, and of what I will be expected to do. I have been advised about any discomfort and 
possible ill-effects on my health and well-being which may result I have been given the 
opportunity to ask questions on all aspects of the study and have understood the advice and 
information given as a result.
I agree to comply with any instruction given to me during the study and to co-operate fully 
with the researchers. I shall inform them immediately if I suffer any deterioration of any kind 
in my health or well-being, or experience any unexpected or unusual symptoms.
I understand that I am free to withdraw from the study at any time without needing to justify 
my decision and without prejudice.
I understand that in the event of my suffering a significant and enduring injury (including 
illness or disease) as a direct result of my participation in the study, compensation will be 
paid to me by the University of Surrey, subject to certain provisos and limitations. The 
amount of compensation will be appropriate to the nature, severity and persistence of the 
injury and will, in general terms, be consistent with the amount of damages commonly 
awarded for similar injury by an English court in cases where the liability has been admitted
I confirm that I have read and understood the above and freely consent to participating in 
this study. I have been given adequate time to consider my participation and agree to comply 
with the instructions and restrictions of the study.
Name of volunteer (BLOCK CAPITALS) ................................ ........................
Signed................................................................................................ .................
Date............................................................. .........................................................
In the presence of (name of witness in BLOCK CAPITALS) ....... ...........................
Signed.......................................................................................... ................................
Date ....................... ......
Name of researcher/person taking consent (BLOCK CAPITALS) TAMBUDZAI CHIPAWE
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Faculty of Health and Medical 
Sciences
Division of Health and Social Care 
Duke of Kent Building, Stag Hill 
Guildford, Surrey, GU2 7XH UK
Tambudzai Chipawe 
Telephone:07547453600 
Email: t.chipawe@surrev.ac.uk 
www.surrey.ac.uk
Date:
Dear Participant,
I would like to thank you for responding to the advertisement promoting this research.
I am a doctorate student currently undertaking a research on fertility treatment and 
child adoption services. The study aims to explore lived experiences of people living 
with HIV in accessing fertility treatment services and child adoption services in UK.
It is anticipated the findings will offer an insight into the experiences of people living 
with HIV and their feelings about service provision in the area of child adoption and 
fertility treatment services. The study will highlight any potential difficulties that people 
living with HIV experience when they look at other options that help them to have 
children. Additionally, it is hoped this research will uncover whether fertility treatment 
and adoption services available to people living with HIV are good enough or limiting.
The research process involves meeting with you at a date and time that is convenient 
for you in order to conduct an interview. This interview may be tape-recorded. The 
interview will be held in the Terrence Higgins Trust offices in London. The interview 
may also take place at a place that is convenient to you to protect confidentiality and 
to ensure that you are comfortable when you are interviewed.
The interview will take approximately 60-90 minutes. To maintain confidentiality and 
anonymity, a nickname replacing your name will be used in the research. Also all 
tapes used will be transcribed precisely, stored in a protected locked cupboard and 
later safely destroyed. Only the researcher will have access to the tapes and 
transcripts. After the tapes have been transcribed and analysed, I will contact you to 
ensure that I have correctly understood and interpreted your experiences. A summary 
of the research study will be completed and given to you in a report.
It is potentially likely that participating in this research study may remind you of 
difficult circumstances that could cause you upset or distress. Should this happen,
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the interview will be stopped immediately at your request. The Terrence Higgins Trust 
will offer you counselling support, should you require it. This will also be arranged for 
the time that is suitable for you.
Participation in this study is entirely voluntary. If you would like to participate in this 
research you will be asked to sign a consent form before the beginning of the 
interview. Should you not wish to participate in the study, you will not be constrained 
to do so. We will also not contact you again.
Thank you for your time and attention to this letter.
If you wish to participate in this study or if you have any further questions or 
concerns, please do not hesitate to contact me at the above address or alternatively 
you can email t.chipawe@surrev.ac.uk or call me 07547453600 or contact Blake 
Smith at the Terrence Higgins Trust on 02078121813.
Sincerely,
Tambudzai Chipawe 
Project Researcher
Faculty of Health and Medical Sciences 
Division of Health and Social Care 
Duke of Kent Building, Stag Hill 
Guildford, Surrey,
GU2 7XHUK  
Telephone: 07547453600 
Email: t.chipawe@surrev.ac.uk
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Appendix 8
Participant Information Sheet
PROJECT TITLE: Experiences of People Living with HIV 
Accessing Fertility Treatment or Adoption Services
Introduction
My name is Tambudzai Chipawe (Tam). I am a Clinical Doctorate student studying at 
the University of Surrey. With support from the Terrence Higgins Trust, a charity 
organisation that supports people living with HIV, I am working on a research project 
looking at fertility treatment and adoption services. I would like to talk to people who 
live with HIV who have been trying to have children by using child adoption services 
or fertility treatments, also known as assisted reproductive methods. I would like to 
understand your life experiences such as your thoughts, feelings, concerns, and 
worries about the fertility treatment or child adoption services that you used.
We would like to invite you to take part in this research project. Before you decide, 
you need to understand why the research is being done and what it will involve for 
you. Please take the time to read the following information carefully. Talk to others 
about the study if you wish.
What is the purpose of the study?
This study seeks to understand the experiences of people living with HIV who have 
used fertility treatment services or adoption services. You may also have some 
thoughts, feelings, concerns, and worries about how fertility treatment or child 
adoption services were provided to you.
Why have I been Invited to take part In the study?
Because you are a person living with HIV and you have used fertility treatment or 
adoption services when you were considering having children.
Do I have to take part?
No, you do not have to participate. There will be no adverse consequences in terms 
of illness or any future applications you may make to fertility treatment clinics or child 
adoption services. Your care or treatment will not be affected by taking part in this 
research. If you decide to participate, you will be able to tell us your experiences at 
your own pace. You will help us to understand how things went for you when you 
used fertility treatment services or adoption services so that we can do something 
about changing those services. If you decide not to participate in this research, you 
can withdraw at any time without giving a reason.
What will happen to me If I take part?
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You can come to the Terrence Higgins Trust Office located at 314-320 Grays Inn 
Road in Kings Cross, London. This office is usually used to support people living with 
HIV. You will not need to worry about confidentiality because the venue has private 
facilities that are used when talking to service users. We will have our own office that 
is private to discuss your experiences. However, if you would like to ask to be seen 
elsewhere, please let us know so that we can make appropriate private arrangements 
to ensure that you are comfortable. We will make sure that you will be able to talk 
with no interruption. ^
The interview will take approximately between 60minutes and 90 minutes. This will be 
in person or by telephone. You will be asked to tell us your story about your 
experiences. You can tell us about how you found adoption or fertility treatment 
services and what your feelings and thoughts were about the help you received. I 
may have a few questions that I may ask you in order to get clarity about your 
experiences and in order to understand some of the issues that you went through.
The interview will be made as comfortable as possible for you to make sure that you 
do not feel pressured to talk about any issues you do not want to talk about. If you 
are happy for me to take notes to remind me about your experiences, I will have a 
pen and make a few notes. If you are not happy with me taking notes, please tell me. 
I am happy to write a summary of our discussion at another time. I would like to use a 
tape recorder to help me with remembering our discussions. If you are happy with 
taping our conversations, I will do so with your agreement. If this is not agreeable with 
you, I am also happy not to use this facility.
Because it is important to protect your identity, any notes that I will write will not have 
your name written on them. If I use a tape recorder, this will also not have your name 
on it. You are free to use an anonymous name or a nickname for the purpose of this 
research in order to protect your identity. Tape recorders and notes will be kept in a 
locked cupboard until I have confirmed the summary of your account with you. 
Afterwards, they will be destroyed safely.
If you require any assistance with transport to get into London, please let us know. 
Otherwise, I will be happy to come to you.
What will I have to do?
If you would like to take part please contact Tam Chipawe on 07547453600 or Blake 
Smith directly on 02078121813. You can also use the website 
httD://www.mvhiv.orq.uk which is a private online forum which is only accessible to 
people living with HIV and Terrence Higgins Trust specialist support staff. You can 
ask your questions using this facility and we can arrange an appointment to meet with 
you and talk about your experiences.
What are the possible disadvantages or risks of taking part?
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Because we understand that HIV sometimes causes difficulties with any plans to 
have children, we accept that discussing this issue may make you upset and 
distressed at any point. Therefore, discussing this topic may upset your emotions. 
Generally, taking part in this study will not cause you any physical or psychological 
problems. In order to support you with the distress that may be caused by taking part 
in this research, you will be referred to counselling services at the Terrence Higgins 
Trust. This service is intended to help you and support you with managing your 
emotions and social issues that may arise as a result of taking part in this study.
What are the possible benefits of taking part?
Understanding your experiences will help us to bring about changes in policy and in 
the way that services are provided to people living with HIV who want to get fertility 
treatment or to adopt children. It is unlikely that you will benefit directly but it is hoped 
that this research will help with improving services in the future so that others who 
want to get fertility treatment or adopt children can do so without feeling that they are 
unfairly treated.
What happens when the research study stops?
At the end of this research, I will write up a report based on the different experiences 
that people mention. From what people say, I will have a picture of the strengths and 
difficulties of what individuals experienced when they used fertility and adoption 
services. I will arrive at an understanding of what those different experiences mean 
and make suggestions for improving services in the future. If people say that they 
have positive experiences, these will also be included in the report. The summary of 
the research will also be given to you so that you know about how your experiences 
have been understood and what suggestions are being made to shape future 
services.
What if there is a problem?
Any complaints or concerns about any aspects of the way you have been dealt with 
during the course of the study will be addressed. Please contact Tam Chipawe, the 
Principal Investigator, on 07547453600 or email t.chipawe@surrev.ac.uk
Will my taking part in the study be kept confidential?
Yes. All of the information you give will be anonymous so that those reading reports 
from the research will not know who has contributed to it.
Data will be stored securely in accordance with the Data Protection Act 1998.
However, should you disclose that you or someone else is at risk then the researcher 
may need to report this to an appropriate authority. This Would usually be discussed 
with you first.
Contact details of researcher and, where appropriate supervisor
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Researcher
Tambudzai Chipawe
University of Surrey
Guildford
Surrey: GU2 &XH
07961715741
t.chipawe@surrev.ac.uk
Supervisor
Dr Wendy Knibb and Dr Vasso Vydelingum 
University of Surrey 
Guildford 
Surrey: GU2 &XH
wendv.knibb@surrev.ac.uk. Phone: Work: 01483 68 4631. 
v.vvdelinaum@surrev.ac.uk Phone: Work: 01483 68 6707
Who is organising and funding the research?
This research is self-funded.
Who has reviewed the project?
The study has been reviewed and received a favourable opinion from the University 
of Surrey Ethics Committee.
Thank you for taking the time to read this Information Sheet.
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Appendix 9
Research Advert
UNIVERSITY OF
SURREY
Terrence
HIGGinS
irusT
IfiMll
treatmen
HIV~related Fertility Treatment and Child Adoption Study UK.
Be part of an important HIV research study looking into parenthood.
Are you HIV positive and receiving antiretrovirai treatment?
Are you above the reproductive age of 21 years and above?
Have you considered parenthood and tried to access fertiiity treatment or 
chiid adoption services?
if  you answered YES to these questions, you may be eiigibie to participate in a 
parenthood research study.
The purpose of this research is to expiore the experiences of people living with HIV in 
accessing fertiiity treatment services or adoption services. Whilst this study may not 
provide direct benefits to you, it is hoped that your experiences will help inform and 
influence future policies in the way services are planned and provided to people living 
with HIV, trying to have children using non biological means
This study is being conducted in collaboration with Terrence Higgins Trust for 
Doctorate research at the University o f Surrey. The research will take place at 
Terrence Higgins Trust offices or at a venue suitable for you, telephone interview may 
also be arrange.lt does not matter about what your background or sexuality is and 
couples interested may contact Tam Chipawe on t.chipawe@surrev.ac.uk /  
07547453600 or Biake Smith at Terrence Higgins Trust on 020 7812 1813 or for 
more information. Confidentiality will be maintained at ail times.
This study has received a favourabie ethicai opinion from the University of Surrey Ethics Committee.
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Appendix 10
INTERVIEW GUIDE 
Introduction:
My name is Tam Chipawe, and I am a doctorate student at the University of Surrey. I 
am being supported by the Terrence Higgins Trust in doing this research which is 
about the experiences of people living with HIV when they access adoption and 
fertility treatment services.
Fully explain the purpose of the research again and how it may influence practice. 
Explain the need for full consent and withdrawal.
Assure participants about privacy, confidentiality and use of fictitious names.
Provide opportunity for questions and concerns before beginning interviews.
Wait for participants to feel ready then commence interview when participants are 
comfortable.
-^►Casual discussion about participant’s background and keep a relaxed 
environment ^  ►
Specific Experience
Check out which specific services participants accessed.
Would you please describe your experience with accessing (fertility/adoption) 
services?
Can you explain what you remember about the service you accessed? You can talk 
about your experience with the professionals who delivered the service, the 
environment etc.
Motivation
Would you please explain your inner experience of having infertility associated with 
HIV and how this relates to the services you accessed (adoption or fertility treatment).
Perhaps you could tell me your journey and how you were driven to access a 
particular service (fertility or adoption).
Understand if participants used services separately or after unsuccessful 
attempts with another? Encourage free narration of situations & experiences & 
less interruption O '
Personal feelings, thoughts, anxieties, worries
What were your particular feelings about how the service was offered to you?
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O 's tigm a , discrimination -  if  these arise, expiore <  ►
Would you like to share with me anything else about your experiences regarding the 
services you accessed?
Probing Ideas
Can you please explain what you mean?
Can you please elaborate/expand or clarify what you mean?
How did you feel? What did you think? How did you react?
Why do you think you felt like that? Reacted like that? Responded like that? 
Describe the environment?
What were you thinking at that point? What did you do?
O 'e xp lo re  as much as possible using other probes triggered within the interview^'
At the end of the interview participants will be offered the telephone number of the 
Terrence Higgins Trust in order to access counselling support if required after 
participating.
^►sensitivity will be displayed throughout the interviewing process^►
This study has received a favourabie ethicai opinion from the University o f Surrey 
Ethics Committee.
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Appendix 11
Participant Thank You Letter
Faculty of Health and Medical 
Sciences
Division of Health and Social Care 
Duke of Kent Building, Stag Hill 
Guildford, Surrey, GU2 7XH UK
Tam Chipawe 
Teiephone:07547453600 
Email: t.chipawe@surrev.ac.uk 
www.surrey.ac.uk
Date:
Dear Participant,
I would like to thank you for participating in the research looking into the experiences 
of people living with HIV going through fertility and adoption. This was a doctorate 
research study conducted in collaboration with the Terrence Higgins Trust.
I am preparing a summary report of this research to ensure that they can be available 
to those who took part. The report will be provided to THT so that they can be 
accessed confidentially by participants and also by other charity organisations.
Thank you once again for taking the time to be a part of this important research.
If you require further information or if you have any further questions please do not 
hesitate to contact me at the above address or alternatively you can email 
t.chipawe@surrey.ac.uk or call me 079 6171 5741/ or Blake Smith at Terrence 
Higgins Trust on 020 7812 1813.
Sincerely,
Tam Chipawe 
Project Researcher
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Chapter 8
8. REFLECTIVE LOG 
8.1 Reflective account
The use of a reflective log/diary in qualitative research facilitates reflexivity, allowing 
transparency in the research process (Ortlipp 2008). A reflective diary allows the 
creation of a research trail for the management of the research (Koch 2006). In 
interpretative phenomenology, the researcher is central in influencing the analysis 
and research findings. Using a reflective log allowed self-reflection and provided 
visibility for my personal assumptions, beliefs, values and subjectivity in the research, 
showing how the construction of meaning originated. This log aims to create 
transparency around my own position in my research, and to discuss some 
challenges encountered during the course of the research and how these were 
managed methodologically, personally and ethically.
8.2 Self-awareness
Koch (2006) posits the importance of self-awareness as an essential and integral part 
of hermeneutic qualitative research. Self-awareness provides credibility in research 
when the researcher is able recognise their experiences throughout the research 
journey, their personal values and how they interacted with participants and textual 
data.
For the purposes of auditability, given that I was the instrument for data collection as
well as analysis, it was important that I acknowledged how HIV had affected my
personal life, my personal and professional values and my emotional resilience.
Through reflection, I recognised the importance of good practice and promoting equal
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opportunities as HIV evolves from being a “life sentence” to being a long-term illness 
that is effectively managed by medication.
8.3 Epistemological considerations
My epistemological position was influenced by the need to understand the 
experiences of those with HIV who were going through a particular journey towards 
parenthood. Although I did consider using a mixed method approach in order to 
obtain a combination of views, it rapidly became clear that to explore and understand 
detailed experiences of accessing non-natural methods to achieve parenthood, the 
research required the use of qualitative methods. I decided on interviewing as a 
method to explore participants’ views and experiences. This approach allowed me to 
ascertain how the participants understood their own experiences. To a certain extent, 
this enabled an understanding of meaning constructed in a social process, as 
opposed to a quantified understanding which would have been the result of 
quantitative approaches. "
My study was interested in lived experiences beyond the discourse of understanding 
interactions and language as I struggled with separating the world and the 
experiences of people living with HIV from the constructed meanings they made of 
their experiences. I found myself comfortable with critical realism, where ideas and 
people’s views are argued to be socially formed within structural and social limitations 
(Corbetta 2003). Moreover, my position in this research was closely connected within 
the idea that it is not possible to establish true fixed meanings for a phenomenon.
On this basis, it was important to recognise that the truth of individual participants’ 
experiences is a matter of their understanding and perception of that experience. My
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research sought to acknowledge that different perspectives may raise ambiguous and 
inconsistent descriptive paradoxes through the descriptive explanations and 
interpretations by which participants made sense of their knowledge. By creating 
knowledge in this manner, I acknowledged the fluid nature of knowledge and the fact 
that the reality of knowledge comes through studying the consciousness. My 
epistemological position was therefore strongly connected with a phenomenological 
paradigm postulating that reality can be understood as being created from the 
participants’ experiences of their journey seeking parenting alternatives. This position 
meant that it was critical to remain as close as possible to participants’ perceptions of 
their experience.
While this approach provided me with flexibility in discovering a possible reality 
outside subjective specifications, my clinical practice gave me a profound belief and 
understanding that individuals reconstruct their experiences in multiple ways, and that 
their perception of events is their reality. In that respect, it was important to 
understand that others in a similar position may perceive their life experiences in 
different ways. However, rny interpretations of participants’ experiences involved a 
further process of meaning making. Taking this approach meant undertaking a 
double hermeneutic analysis, as introduced by Smith (2003).
I argue that my position in this research was connected with Interpretative 
Phenomenology (IPA), which allows the researcher to use their own experiences and 
pre-conceived knowledge and ideas when investigating a phenomenon. As such, 
bracketing my personal experiences and knowledge seemed counterproductive and 
impossible. Given this position, my role in this research was integral, and the use of 
my own knowledge enabled my interpretation of the data throughout the research
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process. Therefore, the analysis of the findings should be understood in the context 
of the researchers’ influence in the interpretative process within this critical and 
reflective appraisal.
As already noted, prior to undertaking this research, I held pre-conceived views about 
the nature of infertility treatment services. However, I was naïve about various 
techniques that aim to improve fertility treatment for people with HIV. Undertaking a 
literature review, seeking out gaps in research and reflecting on these gaps allowed 
me to become familiar with new procedures to prevent horizontal and vertical 
transmission. My curiosity led me to identify further gaps in HIV and adoption 
research, and realise the need to develop new knowledge in this area. Therefore, I 
wanted to find out whether it would be possible to explore fertility treatment and 
adoption services together. Indeed, given my pre-existing knowledge, I was well 
positioned in terms of researchers’ arguments about how my position would influence 
my research. As I could not bracket my own experience, I acknowledge that this 
experience influenced my interpretative approach in this study through my close 
interaction with the data.
8.4 Approach to data collection
Arguably, it made sense to use qualitative methods by utilising interviews, seeking 
detailed and broad experiences and assessing nonverbal utterances. The use of 
alternatives such as observations, research diaries or case notes would not have 
yielded the detailed experiences that I was interested in understanding. Indeed, 
open-ended questions would have been limiting. Reflecting on the strengths of 
different data collection methods, led me to believe that using semi structured
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interviews would contribute significant value in accessing participants’ experiences 
and exploring the subjective meanings of those experiences.
I recognised that I needed to be a good listener to allow space for participants to 
detail their experiences. In my first interview, I remember anxieties leading me to 
asking multiple questions in a sentence, and a participant reminded me of this error 
by commenting that my question was long-winded. Self-reflection allowed me to 
control and change how I conducted my interviews, and thus I grew in confidence 
with my interviewing skills and managed to obtain insightful interviews without 
worrying about forgetting my area of focus, since the quality of my interviews was 
important in constructing meaning. Through self-reflection, I managed to avoid asking 
leading questions, managing my thoughts and feelings and consciously remaining 
curious about each participant’s story as they were the experts in terms of their own 
experiences and the interpretations they made about their life world.
The experiences of individuals in this study are diverse. However, this could be due 
to their previous experiences around creating new identities associated with HIV, how 
it was contracted, pre-experienced stigmatisation, internalised stigma, issues around 
HIV, the differences in sero-statuses within couples, and how they may have created 
meaning for their varied experiences in the context of the diverse backgrounds within 
which they were located. Again, this confirms the position of the research within a 
critical realism framework, supporting multiple truths within the perspectives of the 
experiences that these participants encountered, and examining how perceptions 
made were true to those individual experiences.
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It has to be noted that I deliberated about my research approach and the sensitivity of 
the research area. It was imperative to weigh up the pros and cons of interviewing 
people living with HIV very carefully. I was concerned about the impact of this 
research on the emotional wellbeing of participants, because they were required to 
revisit some traumatic life experiences. This could have been distressing. However, 
through supervision and researching ethical issues around HIV research and 
infertility, I had to be clear that my research was limited to fertility treatment and 
adoption, and did not extend to life before HIV or how the disease was acquired.
Through self-reflection, I was convinced that distancing this research from clinics and 
adoption services would not threaten participants' confidentiality and privacy and 
would increase opportunities to take part. It would have only promoted anonymity 
around the sensitive area of HIV. With that in mind, placing this research in the 
community (detaching the interviews from fertility clinics or children's services) 
allowed participants to maintain their own sense of ownership and control around 
how they wished to manage their infertility issues, without feeling a sense of intrusion 
by different agencies.
8.5 Challenges with recruitment
Although the research was supported by the Terrence Higgins Trust, who affirmed 
and confirmed the genuine nature of the study, I maintained responsibility for 
recruiting participants and ensuring that the research was ethically compliant 
throughout. It was deeply unfortunate that gate-keeping from other organisations 
made recruitment difficult. Other organisations chose to contact participants on my 
behalf without disclosing their contact details, making practical arrangements for 
interviews very difficult. Although I acknowledged concerns around organisations
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preventing participants from being overwhelmed by research requests, it made my 
recruitment process difficult. I realised that research is increasingly linked with the 
idea of who you know. I was fortunate to be linked with other organisations, and this 
increased snowballing.
Due to challenges with recruitment and reflection on these challenges, with ethical 
approval I changed my recruitment approach and took up opportunities to visit 
support groups in order to provide verbal debriefing about my research and visit focus 
groups. Unfortunately, due to personal familiarity with a number of participants in HIV 
the support groups attended, recruitment by this route was terminated. It was 
therefore decided to revert back to one-to-one interviews instead. I did not face this 
problem of familiarity with professionals.
However, a further challenge was encountered around interview settings. While 
professionals were interviewed in their offices, participant participants chose where 
they wished to be interviewed. One interview was conducted at home. While this was 
a comfortable venue, sometimes distractions from children and dogs affected the flow 
of the interview. Similarly, when interviews took place in public places in a discrete 
and private location, noise and environmental distractions interrupted the interviews. 
Although overall participants were comfortable to speak, others did not consent to 
note taking and recording due to concerns about confidentiality. Lack of consent to 
tape recording and written notes meant I had to use fresh memory to record the 
session after the interviews were over. However, by giving participants flexibility and 
control over their environment, they felt able to talk freely about their experiences.
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With hindsight, the use of a neutral community centre in a chosen location could have 
been beneficial, although these can be difficult to reserve without local connections. 
Although an interview guide was helpful in triggering questions and probes, due to 
the relaxed nature of my interviews, I did not rely on this. This approach reflects the 
dynamic nature of the researcher with regard to resuming interviews and re-focusing 
on the areas of interest. My social work interviewing skills and previous experience at 
the THT were useful, ensuring that the interviews started off with a relaxed approach.
8.6 Analysis and writing
It was important to allow the data to speak for itself. Analysing data separately and 
integrating the findings while making sense of data was enabled by a continuous 
process of reading and checking transparent and hidden meaning within the findings. 
Reflecting on my influences and how these shaped the final analysis and 
presentation of the findings reduced researcher bias. Supervision was beneficial 
throughout the process to help develop an academic piece of work of good quality. 
The inductive nature of the research has allowed the teasing out of psychological 
aspects linked with the experiences of people living with HIV who are going through 
fertility and adoption. This research will influence future practice and knowledge.
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Chapter 9
9. OVERVIEW OF INTEGRATION OF KNOWLEDGE, RESEARCH AND 
PRACTICE 
9.1 Introduction
The purpose of this overview of my integration of knowledge, research and practice is 
to reflect upon the taught elements of the Doctorate of Clinical Practice programme. 
This reflective account will demonstrate how this programme has contributed to my 
professional practice and my ability to attain a high level of effectiveness in 
undertaking research influenced by practice. ,
9.2 Reflecting on the taught programme
The notion of reflection is connected to the process of critical thinking. Being 
reflective in education suggests elements of awareness, analysis and evaluation of 
practice-based experiences (Brown & Rutter 2008). I will use this concept in this 
piece of work to look back over my experiences, using an introspective activity 
(Sambrook & Stewart 2008) conducted within my personal context as a doctorate 
student. I will reflect on my own philosophical assumptions as a researcher, and 
discuss how I improved my knowledge and developed my professional practice.
When I decided to further my education to this higher level of academic qualification, I 
was ambivalent about undertaking a PhD programme due to the absence of direct 
contact with other researchers and the potential isolation of a PhD research project. I 
was interested in a doctorate programme designed for full-time practising 
professionals, providing a taught element to research and an inter-disciplinary cohort, 
in order to benefit from exposure to other health and social care professionals. 
Furthermore, although I had undertaken research at Undergraduate and Master
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levels, I did not feel confident enough in my abilities to undertake an independent 
research project without further classroom input, as I believed I had acquired a 
generic level of understanding research. However, undertaking this programme 
enabled me to develop skills around how to continue exploring knowledge (Barnacle 
2005).
A further benefit of undertaking this programme is associated with my interest in 
undertaking research based within and applied to my practice. I was able to 
demonstrate this philosophy during the taught element of the DCP, where my 
lectures and assignments were firmly linked to social work practice. This process 
allowed me to further develop skills in reading and critiquing research articles linked 
to my practice, as well as more broadly as an academic skill (Lester 2006). At the 
beginning of the course U-Learn was devised to debate and critique articles with 
practice-based co-researchers as part of self-regulatory learning (Boekaerts & 
Cascallar 2006). I initially found this to be a difficult method of learning, because of 
my additional practice pressures on top of the course demands. However, I quickly 
understood that the capacity to direct my own learning was important for the goals of 
achieving and doing well in my DCP. Therefore, I made conscious decisions around 
my work-life balance and applied consistency and dedication in order to achieve the 
skills that I needed.
It was becoming obvious that I had chosen the appropriate programme for my 
abilities as the educational activities helped me further understand research and 
develop competent academic writing skills. Perhaps, if I had been a PhD student 
without input from others there would have been limited opportunities to challenge 
and supplement my research capabilities. I would also not have had the opportunity
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to actively research and write assignments related to my practice discipline. As well 
as increasing a sense of belonging to the DCP cohort, creating a study network, 
empowering and learning from others and developing confidence with critical skills, I 
was developing closeness to new research and knowledge in social work (Lester 
2006; Barnacle 2005; Weller ef a/. 2010).
The Policy, Power and Politics module required the use of critical skills in analysing, 
critiquing and making recommendations to improve child protection practice. The 
module provided some understanding and competence in analysing policy. By 
analysing and critiquing Working Together to Safeguard Children (DfE 2010), I was 
able to improve my understanding of how complex policies and procedures in relation 
to children and families, particularly in the context of child protection, continue to 
emerge and evolve.
As a social worker I noted obvious links between policy analysis and the 
Communities of Practice (CoP) module, especially within an inter-disciplinary setting 
such as child protection. The CoP module was designed to create more effective 
connections between knowledge, policy and practice within the shared practice of 
social work, where shared ideas about child protection embrace the best interests of 
the child. In a similar context, it is hoped that my research looking at people living 
with HIV going through fertility and adoption provides an element of CoP in the area 
of HIV, as characterised by health and social care professionals dedicated to 
enabling parenthood among people living with HIV. CoP can be applied in terms of 
promoting rights to family life and improving chances for children in care to be looked 
after by those with resources and competences to do so, without prejudice because 
of their illness.
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Indeed, the research element of the DCP was important for me in applying 
conceptual, epistemological, and ethical dimensions underpinning my research. The 
Advanced Research Methods modules helped me to find my epistemological position 
as a researcher (Corbetta 2003). Within all aspects of the Advanced Research 
Methods assignments I was able to evidence how different paradigms can be utilised 
to create a research argument. I was able to show research flexibility by shifting 
through multiple positions, influenced by the assignments that I completed.
I made several changes of direction in my research, starting with an interest in HIV, 
then moving to consider child protection, and finally reverting back to HIV to 
investigate a topic which was close to my heart. These changes in focus were 
influenced by a philosophy favouring research within practice, as I was convinced 
that I would enjoy HIV more, and my research remained in the context of my practice 
and with the aim of discovering new knowledge to inform changes in how social 
workers consider adoption in situations when HIV is present. I remained a practitioner 
within my research, and my research is powerful in the sense that I remained 
enmeshed into the analysis and creation of knowledge from my research. These 
changes in research position indicate an ability to be flexible depending on the nature 
of the research question, choosing research methodologies as required when 
investigating a particular phenomenon (D’Cruz 2000; Corbetta 2003; Barnacle 2005). 
Understanding and applying different philosophical standpoints in research will be an 
important part of my career progression as a researcher and social work educator in 
the future. Furthermore, this flexibility reflects an understanding of abstract 
knowledge and a mature comprehension of creating new knowledge and forming 
construction that influence practice.
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9.3 Confidence in undertaking research
The taught doctorate enabled me to explore and understand research methodologies 
and understand how field work is conducted. Without previous experience in 
qualitative research, I found the course challenging, but by reading deeper into 
qualitative research methods and methodology I was able to broaden my abilities. 
Mixed methods became an interest as I felt my understanding of multiple paradigms 
allowed the interpretation of complementary research findings from various types of 
data and different methodological sources. However, with the research I was 
undertaking, it was important to be pragmatic in order to answer the research 
question effectively.
Moreover, as a social worker, I have increasingly felt it is important to understand the 
range of problems that people are going through, in conjunction with their 
experiences and the interpretations they make of these. As such, the use of 
qualitative methods allows the construction of meanings and an understanding of 
individual identities, experiences and circumstances, in order to obtain deeper 
meaning and understanding in relation to people’s experiences. On that basis, the 
product of an effective interview is knowledge that can be derived from interviewing 
participants, with a powerful influence (D’Cruz 2000) in changing practice, attitudes 
and policy.
Interviewing and gathering in-depth information provided deeper and broader data 
that allowed me as a researcher to make meaning and understand contextual 
interpretations about the phenomenon studied. Thus, it was important for me to 
develop the communication and interviewing skills I had already acquired in my
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practice in order to build my confidence in understanding how participants told their 
stories. The connections these stories had with the interpreted meanings allowed me 
to understand the contextual meanings during an ideographic case analysis. By 
reading and following an I PA methodology, I was able to focus on meaning making 
from textual data. Therefore, undertaking independent research contributed to the
y  ^
development of my confidence (Lester 2004; Barnacle 2005) in undertaking 
qualitative research, and phenomenological research in particular. It was important 
for me to maintain my determination and work effectively in order to produce a robust 
piece of work that has the potential to being about professional change, while also 
delivering a research project that is academically valid.
I would argue that social work has a long way to go in terms of understanding and 
learning about HIV and how it influences people who are striving to remain physically 
and emotionally healthy and maintain a family life. The implications of my research 
findings for the development of effective anti-discriminatory practices are clear. 
Disseminating these research findings will hopefully influence social work practice in 
this direction. A widespread understanding of the current status of HIV, the changing 
nature of social work and health care staff attitudes could be achieved by increasing 
social workers’ knowledge about HIV and promoting the rights of people living with 
HIV to have children, given their increased life expectancy.
9.4 A link between theory and practice
The taught programme has enabled me to recognise the value of the research that I 
have conducted in comparison with existing practice and observed practice attitudes 
related to HIV. It is acknowledged that evidence-based practice is a growing 
phenomenon in social work, and therefore this research should be seen as an effort
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to identify existing practices and provide research-grounded recommendations to 
improve social work and health care practices.
Because my research considered adoption, a growing area in policy and social work 
practice, this research is clearly situated within the policy agenda driving the timely 
placement of children in care. It seems that the importance and shortcomings in 
effective assessments of people living with HIV have received little attention, either 
from research or politically. This study hopes to influence changes in how people
living with HIV are considered in adoption systems. It may improve chances for
/  - 
children in care to be placed with competent parents in a timely fashion, despite the
presence of HIV. The research has contributed to an understanding that people living
with HIV who are seeking to adopt children are ready to have children, and are keen
to be regarded as healthy and capable to look after children. These views will need to
be integrated into practice settings. It is considered that this research has identified a
general need for the development of efficacy and effectiveness in assessing
applicants living with HIV who are seeking to adopt.
During the course of this research . I had numerous opportunities to present my 
preliminary findings. I presented at a Terrence Higgins Trust Conference in 
Colchester, a Clinical Nurse Specialist Conference for HIV health consultants, and to 
two Genital Urinary Medical Clinics (GUM Clinics) and social work teams. Within 
these conferences my research findings generated interest and debates about the 
experiences of those seeking fertility and adoption, and their perceptions about the 
quality of services they received. There was a general drive to support participants in 
ensuring they are aware of how to access the services they need. Healthcare staff 
and HIV charities were keen to empower people living with HIV and support their
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rights to achieve parenthood, providing them with support, addressing their health 
needs and preventing distressing experiences during vulnerable times while they are 
pursuing parenthood. Throughout my DCP journey and the process of creating 
knowledge, research ethics remained at the forefront with an emphasis on the moral 
protection of participants as well as myself, the researcher and practitioner. 
Understanding these elements allowed a greater security in maintaining ethically 
grounded research and practicing skills that promote the welfare of the vulnerable 
participants and participants I work with.
9.5 Conclusion
Undertaking the DCP programme has shown me that research processes are fluid 
and dynamic. I have understood that undertaking research requires flexibility, and 
sometimes requires a shift in epistemological position in order to answer the research 
question. This occurred for me within the critical realist paradigm, postulating the 
notion of multiple realities and subjectivities to understand and create the knowledge 
which underpinned my research. This dynamic standpoint allowed curiosity in 
research, involving a continued willingness and ability to learn and develop research 
skills and knowledge.
Although my research was not undertaken within my current practice, it is 
professionally oriented and field-specific. The research will lead to knowledge 
advancement in the health and social care fields, and will promote the maintenance 
of close links with inter-disciplinary practice in areas of social work related to HIV, 
children and families. Completing this doctorate will enhance my credibility as a social 
worker actively researching social work practice, enabling my knowledge and practice 
to interact in a cyclical manner.
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Policy Analysis
Chapter 1: 
Introduction
The motivation basis of writing this paper in the area of child protection is driven by 
my own professional values and personal beliefs genuinely seeking to find a place in 
protecting children. My role as a child protection social worker involves embracing an 
intense commitment and passion for safeguarding children and I find this being a 
crucial part of child protection social work.
This assignment provides a policy analysis of the government statutory guidance 
document, ‘Working Together to Safeguard Children: Working Together to Safeguard 
Children: A guide to inter-agency working to safeguard and promote the welfare of 
children’ (Department for Education 2010). ‘Working Together’ has been produced in 
a context in which there has been mounting evidence that poor case management 
has been exacerbated over the years by inadequate levels of inter-agency co­
operation (Brandon et al. 2005), inadequate levels of critical assessment and a failure 
to implement and monitor adequate intervention strategies (Burton 2009).
Given the length of the policy being analysed this assignment focuses on the case 
management aspects of child protection in the UK which require an inter-agency 
approach in undertaking holistic assessments and provision of services. There is a 
greater shift in policy towards being critically analytical about family circumstances as 
well as on ascertaining the child’s wishes and views. In this paper, "Inter-agency” is 
used interchangeably with joint working or multi-agency working to describe working 
together collaboratively with other professionals to provide child protection
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interventions or working jointly with professionals undertaking different kinds of 
support with the same child, young person or family (Mclnnes 2007). This paper will 
start by providing an overview of the UK child protection system as a policy problem 
struggling to tackle child abuse problems which often result in serious case reviews. 
As such the reason for the implementation of Working Together (2010) was to 
resolve this major problem. This paper will follow a policy analysis process provided 
by Popple and Leignenger 2004) and considers the major critics of the child 
protection system, the country’s current economic and political issues as barriers in 
the success of Working Together (2010).
The problem
There have been ongoing inquiries since 1945 over child abuse deaths. Most serious 
abuse cases take place within the family; over 30 children die of child maltreatment 
every year and two may die each week (Hendrick 2005). The problems of child 
maltreatment and child protection have been described by Devaney and Spratt 
(2009) as a wicked problem that cannot be resolved by policy reforms. Although 
policy reforms in child protection have occurred regularly since the 1940s there has 
been little improvement in practice (Brandon etal. 2008; Laming 2003; Munro 2010). 
Children continue to die from serious child abuse and the same practice failures recur 
in every serious case review (Brandon etal. 2008; Burton 2009; Ruch 2007). This 
problem persists due to the complexity of the phenomenon of child maltreatment 
(Devaney & Spratt 2009), as each case is uniquely caused by specific interlocked 
factors (Devaney & Spratt 2009). This complexity does not permit a general definitive 
solution (Brandon et al. 2008; Devaney & Spratt 2009; Laming 2003). In this context it 
may be a question of the number or professionals in a child protection case who can
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provide support and the availability of resources that may contribute towards a better 
outcome for children (Chapman 2004).
Evidence from serious case reviews indicates that poor inter-agency working 
contributes to these continuing child abuse deaths. Brandon et al. (2005) and Ofsted 
(2008, 2009) noted that poor levels of communication, collaboration or information 
contributed to the tragic death of Victoria Climbié; Baby Peter and others. It is 
inevitable that working within integrated diverse teams may pose professional 
conflicts and lack of understanding differences in professional roles. According to 
Mclnnes (2007) a lack of shared culture and commitment to actively co-operate in 
inter-agency working has often led professional stereotyping misunderstandings and 
to mistrust (Cameron & Lart 2003) so that vital information that could have helped to 
understand the risks to children is not disseminated and a culture of blame develops 
when mistakes occur.
Laming (2003) notes there was poor front line practice and a lack of supervision and 
monitoring of practitioners. Ofsted (2008, 2009) points out that the lack of compliance 
by practitioners with the top-down management, procedures and control system 
(Munro 2010) has increasingly led to poor practice and often child abuse deaths. 
Munro (2010) criticises the entire child protection system for the errors and omissions 
that contribute towards a tragic incident. These include a combination of a social 
worker’s failure to make a robust assessment, a doctor’s failure to share vital 
information, professionals misunderstanding each other and failing to follow 
procedures (Laming 2003; Munro 2005), as a result of which practitioners make 
professional judgements placing a child at increased risk of significant harm.
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Practitioners are confronted with different management decisions for varied cases as 
a result of the top-down management system in child protection, so that at times 
“good practice does not apply” (Munro 2010: 113). The high level of highly macho 
management has been criticised for placing children at risk. Laming (2003) found in 
the Victoria Climbié’s inquiry that practitioners consistently failed to undertake basic 
tasks properly. They often lacked the appropriate skills and knowledge to undertake 
child protection tasks (Brandon et a/. 2005). Previous case reviews have criticised 
child protection systems for relying on low staffing levels and agency social workers 
with inadequate skills and competence (Munro 2005b).
Social workers comply with their professional value base and often make decisions 
and actions that are correct and rational (The National Society of the Prevention of 
Child Cruelty 2010) when managing complex high caseloads, although this usually 
takes place within limited time and resources. Indeed, child protection social workers 
are often under intense pressure to make pragmatic decisions and are forced to, 
prioritise high-risk cases (Holmes et al. 2010; Munro 2010), which often leaves them 
with no capacity to choose between good or problematic practice. In such chaotic 
working environments, supervision helps practitioners to think and reflect (Brandon et 
8/. 2008).
Munro (2005a) and Laming (2009) suggest that the lack of supervision increasingly 
hinders good practice. Barriers to good practice are caused by the need to comply 
with the pressure of meeting targets set up by the audit systems seeking 
transparency in social work Munro (2005a, 2005b). Performance indicators that 
record service provision to children and families fail to measure the quality of child 
protection plans, child in need plans or whether the support provided to families was 
effective (Munro 2005a). The system thus intensifies pressure on practitioners to
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focus on meeting targets rather than improving the quality of practical support 
required by children and their families (Munro 2010).
Policy analysis 
The policy document
Working Together (Department for Education 2010) was created to give social work 
practitioners and other agencies working with children in need and those at risk clear 
guidance and procedures. The document was a response to on-going serious case 
reviews. The revision of this document was primarily based on a serious case review 
that concluded that the child protection system had failed to protect Baby Peter, a 17- 
month-old baby who died as a result of brutal child abuse by his parents.
This tragic case, however, supports the complexity theory (Stevens & Hassett 2007) 
of child protection social work, which acknowledges the challenges social workers 
faced when dealing with Baby Peter’s parents, who were expert at deceiving social 
workers and disguising evidence of his maltreatment (Burton 2009). To avoid the 
errors made in the Baby Peter case child protection social workers must engage in 
clinical practice that require physically and visually looking for signs of abuse, seeing 
children alone and challenging parents when they appear to conceal evidence of 
maltreatment (Burton 2009).
There have been numerous serious case inquiries since 1973 (Hendrick 2005) in 
which, according to Munro (2005b), similar and widespread concerns have been 
raised. It appears that current professional practices among agencies working with 
vulnerable children have deteriorated in recent years (Munro 2005b). This gives rise 
to controversial questions about competence in social work practice in light of a 
failure to manage risks in child abuse cases and to implement appropriate 
interventions (Brandon etal. 2008; Munro 2005a; 2005b; 2010; Ofsted 2008).
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The common response to such failures has been policy reform, such as setting out 
processes for integrating services (Davey & Bigmore 2009) and for early intervention 
programmes to alleviate child abuse. Many of these programmes, such as Sure Start 
and Children’s Centres, were based on supporting families to ensure their children 
achieve the outcomes set out in Every Child Matters 2003 (Her Majesty’s Treasury 
2003). Nevertheless, such programmes have been criticised for failing to address 
child abuse in hard to reach families that are not known to the local authorities 
(Davey & Bigmore 2009). The goals of early interventions to tackle social exclusion 
(Hendrick 2005) have not moved people from the margins of society (Devaney & 
Spratt 2009).
As the National Society for the Prevention of Child Cruelty (NSPCC) (2008) points 
out, the role of safeguarding does not imply improving prevention but it does demand 
a child protection system that works effectively. Since the death of Baby Peter 
numerous stakeholders have expressed concerns about inefficiency in the child 
protection systems. In response, the recommendations in the public inquiry on the 
death of Baby Peter (Laming 2009) were included in Working Together (Department 
for Education 2010) together with extensive revisions to an earlier docurhent. 
Working Together (2006) to address problems such inter-agency working practices, 
training, and supervision, monitoring and investigating serious case reviews and the 
implementation of a tighter level of monitoring of child protection systems by the 
Local Safeguarding Boards and inspectorates.
However, the changes made to the Working Together guidelines over the years (see 
Figure 1.1) have ended with a confused, muddled and reactive document rather than 
setting out a proactive policy reform (Davey & Bigmore 2009). The current policy has 
simply been revised by editing and adding several key changes. The current
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document has become large and cumbersome (see Appendix 1). Although the 
ultimate goal of improving competence, quality and systems in child protection and 
promoting the welfare of children has been retained, the document does not account 
for operational problems and thus raises questions about whether the success of this 
document is realistic. These critics will be highlighted throughout this paper.
Figure 1.1: The evolution o f ‘Working Together’
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Policy analysis is the process of assessing and studying established or prospective 
policies to identify alternative policies that will resolve an identified social problem 
(Patton & Sawicki 1993). Policy analysis aims to inform policy formulation (Collins 
2005) and help policy makers to identify the unintended consequences and strengths 
of existing or prospective policies to develop and implement policies or resist policy 
reform (Gilson ef a/. 2008).
In this assignment, the Popple and Leighnenger (2004) policy framework is used to 
analyse Working Together (Department for Education 2010) policy. Popple and 
Leighnenger (2004) follow seven steps for policy analysis: description of the policy 
under analysis and the social problem it addresses; historical analysis of previous 
programmes developed to resolve the problem being addressed; social analysis; 
economic analysis; political analysis; policy reform evaluation and proposals for 
reform. Using these stages, this section follows through Popple and Leighnenger's 
policy process.
Policy analysis tool 
Policy overview and criticisms
1. Definitions
The full title of the policy being analysed is Working Together to Safeguard Children -
a Guide to Inter-agency Working to Safeguard and Promote the Welfare of Children
(Department for Education 2010). This policy was originally introduced in 1999 and
has been revised over many years. Although it was again revised in 2006 following
the death of Victoria Climbié, the current 2010 version was yet again revised
following another tragic child death. The policy seeks to provide clearer definitions of
child abuse as a framework for safeguarding thresholds. The Working Together
(Department for Education 2010) definition of neglect, in particular, has been
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criticised for its failure to corroborate with the definition in section 1 of the Children 
and Young Persons Act (1933). Thus, argues the National Society of the Prevention 
of Child Cruelty (NSPCC 2010), the courts have often found it difficult to find a 
threshold for granting care orders, even when there is evidence suggesting that a 
child has suffered significant harm.
In practice, neglect is manifested in various ways and it is often hard to identify 
appropriate forms of intervention other than education and when the lack of 
compliance cannot be penalised (NSPCC 2010). The definition of neglect needs to 
be clarified so that professionals may respond quickly in a crisis without having to 
wait for an unspecified amount of time to collate evidence or prove that there is a 
persistent level of neglect.
2. Collaboration
Essentially, the Working Together guideline relies greatly on multi-agency 
collaboration for achieving effective practice (Department for Education 2010). It 
therefore targets professionals directly working with children and it clarifies the 
processes by which agencies may promote the welfare of children and adhere to 
safeguarding procedures (Holmes et al. 2010). The guidance allocates a clear 
responsibility for all professionals to protect and safeguard the children they work with 
and provides clear timescales for child protection processes. Nevertheless 
professionals are often not clear about what the procedures are and they often ask 
each other what they entail (Howarth and Calder 1998).
There is continuity between previous and current policies in the emphasis on a child-
focused approach in inter-agency collaborative working (Department for Education
2010). While several professionals have experienced positive and highly satisfactory
outcomes during inter-agency settings, Mclnnes (2007) shows that there are ongoing
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professional differences, conflicts of priorities and assumptions about individual 
agency roles that often lead to resentment in inter-agency teams, particularly when 
tasks are not completed, causing a delay in interventions and in producing the best 
outcomes for children (Brandon ef al. 2008). On reflection, taking an example from 
my own practice, there continue to be conflicts between the social worker and the 
local authorities on the urgency of rehousing a family.
The housing department's point-based system provides a barrier to prioritising some 
families for rehousing, even if children are exposed to further risks of significant harm 
by remaining in a particular social setting or family circumstance. There have also 
been criticisms that professionals delay responding to urgent requests or in making 
referrals that present risks to their clients’ welfare (Davey & Bigmore 2009; Howarth & 
Calder 1996). This shows that presenting safeguarding as the unified responsibility of 
all agencies cannot in practice be given much credence. Unless structural changes 
are made by all agencies, organisational cultures continue to set barriers to improving 
effective inter-agency work (Ruch 2007).
3. Respectful uncertainty
One feature of effective practice drawn upon by Working Together is the idea of 
“respectful uncertainty” (Baker 2008; Laming 2003; Ruch 2007). The guidelines urge 
professionals to challenge parents’ views and assessments by other professionals. 
Practitioners have been criticised for making misjudgements and failing to interpret 
conflicting accounts of events (Burton 2009), failing to consider, challenge and 
critically analyse new evidence and failing to implementing firmer strategies that will 
promote change or safeguard children (Reder & Duncan 2003; Ruch 2007). While 
Laming (2003) has been criticised for not showing how professionals could develop 
these skills (Ruch 2007) and Burton (2009) suggest that effective practice is based
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on critically analysing risks and that professional judgements should be based on 
evidence rather than optimism.
4. Supervision
Working Together (Department for Education 2010) stresses that supervision is the 
basis of good practice for social workers. It is needed for reflective practice, support, 
advice, overseeing and reviewing cases in teams confronted with pressure, high 
caseload management and systemic failures ( Brandon et al. 2008; Burton 2009; 
Munro 2010). However, the provision of quality supervision offering all these features 
exists in rhetoric more than in reality (Brandon et al., 2005; Laming 2009). The lack of 
supervision has often influenced a practitioner's ability to revise her biases, initial 
judgements and assumptions in managing contradictory information, leading to 
incompetent professional judgements (Laming 2009; Ofsted 2008). Supervision 
should not be delivered by line managers only as there is a risk that practitioners will 
not receive critical supervisory support when managers are forced to cancel 
supervision due to operational challenges, leave or sickness (Department for 
Education 2010).
5. Child-centred approach
One of the major criticisms of social work practice has been the failure of 
professionals to engage with children, maintain a child-focused approach and 
examine the level of risk factors experienced by the child using the child's perspective 
(Baker 2008; Osted 2008; Munro 2005b). Working Together (Department for 
Education 2010) accepted these criticisms and incorporated the need for 
professionals to see children alone, ascertain and record their wishes and feelings 
and provide quality therapeutic relationships with them by talking to, supporting and 
advising them (Burton 2009). The NSPCC (2010) criticises the policy for placing the
361
onus of seeing children alone on the social worker. They claim that the guidance itself 
fails to focus on the child by assuming that creating a positive and trusting 
relationship with a child is easy arid ignoring the need for professionals to gradually 
create relationships and allow children to talk about their painful experiences in their 
own time (see also Burton 2009).
6. Advocacy services
Additionally, the guidance has been criticised by the NSPCC (2010) for failing to take 
into account interventions such as advocacy services that help children to express 
their views. It does not show how the issues presented by children with disabilities 
can be managed and thus fails to respond to the criticisms presented in the Ofsted 
report (2008) on the concern that children with disabilities often do not receive 
appropriate assessments, which in turn has prevented them from obtaining services 
that may be crucial to their needs.
7. Inter-agency training and resources
The guidance has laid out the responsibilities, roles and requirements for inter­
agency training as a way of managing safeguarding and promoting the welfare of 
children processes, organisational and systemic problems such as bureaucracy, and 
working with cumbersome computerised integrated child protection systems that take 
up much of practice time (Holmes et al. 2010). The focus on reducing costs has also 
led to a lack of funding services leaving assessed needs unresolved (Davey & 
Bigmore 2009). Nonetheless, the success of Working Together 2010, in turn will 
depend on making available resources for both preventative strategies within family 
support remits and safeguarding processes.
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Chapter 2:
Historical analysis
The issue of child abuse emerged in the 1970s with debates about its definition 
(Hendrick 2005) and causes, as well as how best to deal with it. Following the death 
of Maria Colwell, child protection registers were set up to protect children through 
inter-agency working (Howarth & Calder 1998). However, this system has been 
criticised for failing to monitor protection plans (Fawcett et al. 2004; Howarth & Calder 
1998). In the 1980s high-profile child abuse cases took place. While previous cases 
involved intra-familial child abuse inquiries (Hendrick 2005) and social workers were 
criticised, from this period onwards public inquiries began to note failures in practice 
by several key professionals including social workers and doctors (Fawcett et al.
2004). Following campaigns over children’s rights, the Children Act (1989) was 
introduced in accordance to the United Nations Convention on the Rights of Children 
(1989). By this time a range of policies and guidelines for protecting children had 
been introduced to promote children’s welfare and their rights (Fawcett et al. 2004).
It became well known that social problems including poverty were symptoms of child 
abuse (Devaney & Spratt 2009; Hendrick 2005). The Labour Government in the early 
1990s pledged to abolish child poverty and to minimise social exclusion (Hendrick
2005). Alongside this developed a discourse of family support that led to preventative 
strategies such as Sure Start, Children’s Funds, Early Years, Connexions and 
Parenting Support, in which services were pulled together to prevent poverty (Davey 
& Bigmore 2009). Family support was primarily intended to act as a preventative 
measure for social exclusion, albeit indirectly preventing child abuse by addressing 
issues that impacted on effective parenting. Unfortunately, this approach has not 
eradicated the persistent problems of neglect (Devaney & Spratt 2009).
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Inter-agency collaboration
/  , '
Although the inter-agency local safeguarding children’s boards comprising key 
stakeholders from departments such as health, housing, police and education are 
responsible for coordinating preventative and support services for children at risk 
(Devaney & Spratt 2009), the combination of family support and safeguarding 
aspects of child protection appears to have created a major dilemma in child 
protection. The system has been criticised for failing to balance the different goals of 
the two aspects of child welfare (safeguarding and promoting the welfare of children 
through family support) (Davey & Bigmore 2009). In practice social workers are often 
forced to prioritise child protection cases over family support (Fawcett et al. 2004).
Moreover, child protection has gradually become heavily reliant on inter-agency 
collaboration, although professionals are .often unclear about the meaning and 
expectations of inter-agency working (Department of Health 1995). This problem 
continuously emerges in serious case reviews, highlighting ambiguity about the roles 
of key workers (Cleaver & Freeman 1995) and poor sharing of information (Mclnnes 
2007, Brandon et al. 2005). It seems that in the recent past, these strategies have 
failed to provide a clear direction on how professionals should work together and 
manage child protection cases (Morrison 2000; Munro 2005b). Nevertheless, the 
Working Together document reintroduced inter-agency guidance and local 
safeguarding children’s boards to ensure that key professionals and stakeholders are 
involved in creating a comprehensive system for identifying intervention strategies to 
address and protect children at risk (Devaney & Spratt 2009).
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Thresholds
The guidelines on child neglect and child abuse thresholds continue to be unclear 
(NSPCC 2010). Although there are clearer categories of child abuse, the assessment 
of the extent of child abuse relies on practitioners’ subjective judgement. For 
instance, the threshold of physical abuse in the category of over-chastisement is 
usually assessed by the visual presence of bruises or level of persistence, as there is 
no criminal legislation on physical chastisement.
Child-centred communication
A range of serious case reviews criticised practitioners for failing to speak to children 
during child protection visits and ascertain their fears, wishes and feelings. Parents 
and children were alienated from child protection processes (Fawcett et al. 2004) and 
more recent studies highlight the need to include parents in serious case review 
enquiries (Brandon et al. 2008). The need to see children on each child protection 
visit was excluded in previous guidance. Assessments that exclude parents’ views 
and children’s perception of their circumstances raise questions about the validity and 
credibility (Baker 2008) of social work assessments, especially if social workers do 
not understand how children feel or what they want (Brandon et al. 2005. 2008, 
Burton 2009; Ofsted 2009). Nonetheless, the current Working Together document 
has increased emphasis on challenging uncertainty by undertaking holistic 
assessments, seeing children alone during child protection visits and recording their 
views (Department for Education 2010) through expert assessments (Brandon & 
Dodsworth 2005) and engaging in a continuous process of assessing, seeking new 
evidence (either protective or risk factors) and implementing competent professional 
judgements by being open to revising bias and inconsistencies (Brandon et al. 2008; 
Munro 2005; Department for Education 2010).
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The shift from child protection to the notion of safeguarding reflects a progression 
towards a more integrated and proactive approach (Davey & Bigmore 2009) to 
preventing child abuse and ensuring that children are supported to reach the five 
outcomes in Every Child Matters (Her Majesty’s Treasury 2004). An additional 
practical consequence of the safeguarding standards introduced since Every Child 
Matters was the introduction of the ContactPoint electronic database created to 
enable all professionals to share and access information about children at risk, a 
concept that was previously unknown (Wrennall 2010). In parallel to this is an 
improved level of monitoring children’s safety (Laming 2003). However, computerised 
monitoring has been criticised for increasing levels of social policing and its punitive 
approach (Wrennall 2010), particularly when the end result is removing children from 
abusive environments into the care system.
Conversely, the child protection professional practice itself is experiencing increased 
level of financial and political monitoring and surveillance (Munro 2010a; Wrennall 
2010). The public sector is faced with political and economic concerns about the 
costs of services provided by the state for the public and a call for financial 
transparency has increased the level of bureaucracy in social work (Devaney & 
Spratt 2009; Munro 2010a; Taylor 2005).
In terms of the debate relating to caseloads. Working Together (Department for 
Education 2010), unlike its forerunners, provides guidance for case management for 
complex cases but not for what is deemed to be an acceptable caseload. While 
different cases demand different levels of attention, making a clear stipulation on 
what is a manageable or acceptable caseload difficult, the absence of a regulatory 
standard determining acceptable caseloads implies the risks of future serious case 
reviews and of working in chaotic and stressful environments (Holmes etal. 2010).
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Furthermore, a longstanding lack of funds and resources also implies low levels of 
staffing, high caseloads and the failure of practitioners and local authorities to meet 
children’s needs (Devaney & Spratt 2009; Davey & Bigmore 2009). Working Together 
is therefore criticised for failing to account for these practice issues as barriers for 
successful implementation which seem to be the root of the current and previous 
policy failures.
367
Chapter 3:
Social analysis
Working Together (2010), clearly aims at improving partnership working when 
addressing safeguarding issues. Child abuse is devastating problem that affects all 
classes of the population (Devaney & Spratt 2009). Child maltreatment is a 
symptomatic response to multiple social disadvantages, poverty, social exclusion, 
family breakdown and environmental factors (Fawcett et al. 2004; Hendrick 2005; 
Rodriguez 2008). There is a high correlation between substance misuse and child 
neglect and maltreatment (Rodriguez 2008). Living in poor communities and poor 
housing conditions, economic disadvantages and social isolation may cause a level 
of domestic violence, all of which correlate directly with child abuse (Briere et al. 
2001). Child abuse usually occurs where there are multiple problems that require 
social work intervention (Briere et al. 2001; Rodriguez 2008).
The document implicitly acknowledges the ecological model of social work 
acknowledging the importance of child developmental theories towards achieving the 
best outcomes (Brandon et al. 2008; Davey & Bigmore 2009; Rodriguez 2008). The 
ecological theory proposes that child abuse occurs when the negative socioeconomic 
and family circumstances interlock to make a negative impact on a child’s 
development (Brandon et al. 2008; Rodriguez 2008) (see Figure 3.1).
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Figure 3.1: Ecological model
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There is clear evidence that children who experience child abuse will experience 
adverse problems with mental health and emotional and social development, physical 
injuries, impairment and sometimes death (Brandon et al. 2008; Munro 2005b). 
Devaney and Spratt (2009) note that at least 140,000 families in the UK live in family 
environments with complex needs that are sometimes complicated by social and 
economic circumstances.
While most children and families rely on social intervention to meet their needs 
(Davey & Bigmore 2009; Hendrick 2005), evidence from serious case reviews shows 
that practitioners often fail to undertake robust assessments that looked at all aspects 
of the family circumstances and thus failed to provide appropriate services (Brandon 
et ai. 2005; 2008). Brandon et al. (2008) criticise social workers for failing to 
contextualise different factors such as family stress, isolation, lack of family or social 
support and parental experience of being abused as children that may cause poor 
self-esteem, low confidence, self-harm and suicide in the child's future life.
Laming (2003) and Brandon et al. (2008) acknowledge that, given that social work 
involves living with the uncertainty of whether intervention will produce positive 
outcomes or not, there is a greater need to ensure that intervention strategies aiming 
to address the risk factors limiting parenting capacity or causing abuse are 
implemented. Furthermore, a good level of support is required to ensure that the risk 
of children continuing to suffer significant harm is reduced (Brandon et al. 2008; 
Davey & Bigmore 2009). Serious case reviews suggest that poor assessments and 
lack of appropriate intervention may result in a child dying.
At community level, the Working Together document (Department for Education
2010) advocates the provision of integrated services designed to address all aspects
of factors contributing to child abuse. Although the Education and Social Services
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Department which were merged in 2005 have again been split by the new Coalition 
government, the two departments continue to work closely towards achieving the 
goals for service delivery and multi-agency working. However, any future change 
caused by this split will affect funding arrangements for child protection and 
preventative programmes. Such changes will emerge in due course.
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Chapter 4:
Economic analysis
Working Together (2010) in itself does not highlight the implications of 
implementation of this policy on the economic situation. Nevertheless, the previous 
government was committed to projects and interventions aimed at achieving the best 
outcomes for children (Fawcett et al. 2004). By focusing on social investments and 
capitalising in children Labour believed it was making an essential contribution to the 
development of the future economy (Hendrick 2005).
The child protection system is now embedded in political and economic situation of 
the country. In order for it and welfare systems to function, they rely on support and 
funding from the government^The drivers for this include the need to
• improve the quality of child protection practice and its systems
• focus on improving outcomes and targets in child protection (Her Majesty’s 
Treasury 2006)
• reduce serious case reviews while increasing rigour in serious case enquiries 
(Department for Education 2010)
• increase accountability and responsibility in child protection (Department for 
Education 2010)
A study by Holmes et al. (2010) followed Laming’s recommendations to increase 
staffing levels in social work aS a means to reduce the practice scandals faced by our 
child protection system. This would need an additional £116 million above the current 
funds from the government and without additional funds, staffing and resources, the 
child protection system will continue to struggle.
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While the child protection system remains on the verge of collapsing unless it is 
adequately resourced there are clear conflicts between the economic situation and 
the need to provide extra funding in the welfare system (Holmes et al. 2010). The 
current government goals are essentially based on cutting costs to reduce the £156 
billion deficit of 2009/10. This implies reduction in funds to Children’s Services 
Department that has been asked to save £359 million (BBC 2010b).
Budget cuts contrasts starkly with the discourse of improving services and child 
protection by increasing staffing levels as recommended by Laming (2009). The 
implications of such changes are job losses and financial challenges. Thousands of 
people will lose their jobs due to budget cuts (BBC 2010a) and the recession and 
rising levels of inflation imply that standards of living will fall (BBC 2010a). The 
responsibility for providing economic support to unemployed or low-income families 
has shifted from the government to individuals and those solely depending on welfare 
benefits will be forced to return to work (BBC 2010c).
There will be an imbalance between the availability of jobs and the unemployment 
rates, which are likely to be increased by these changes (BBC 2010a). Nonetheless, 
for families on low incomes and those already living on the poverty line, the current 
economic changes may well increase the risk of deteriorating socioeconomic and 
family circumstances and thus increase the risk of child abuse and neglect, while the 
thresholds for support and intervention from the state may be raised as a result of 
budget cuts (BBC 2010a, 2010b). The current economic and political situation will 
gradually increase referrals to children services for safeguarding and promoting the 
welfare of children as families struggle to protect and care for their children.
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It seems fanciful to believe that front line services will be protected. The need to cut 
costs may imply that front line social work agency staff contracts not being renewed, 
vacancies will not be filled and child protection teams will be allowed to function 
under pressure with very minimal staff (Holmes et al. 2010), notwithstanding 
emphasis and considerations for the government to ring-fence funding to Children’s 
Services (Laming 2009).
Although the government expects unemployment rates to rise initially, they are 
expected to fall for the next four years to reach 6.1% in 2015 (BBC 2010b; BBC
2010c). Regardless of any economic changes, child protection requires a balance of
/
service provision and the political and social will to safeguard and promote the 
welfare of children. The current political changes and sudden economic cut-backs 
and changes are attracting criticism and raising questions about whether these 
changes are in the best interests of children or politics (Sammut 2010).
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Chapter 5:
Political analysis
While parliamentary debates provide a clear understanding of the reality of child 
abuse as a social problem and offer possible policy solutions, the UK must also 
comply with the United Nations Convention on The Rights of Children (1989) in order 
to meet international standards for promoting children’s rights and their best interests, 
and to give them legal protection through a court intervention if necessary (Davey & 
Bigmore 2009; Nygard 2009). The changes of policy therefore reflect power balance 
between the needs of the government and those of the family and vulnerable children 
(Nygard 2009).
The process of implementing the Working Together (Department for Education 2010) 
policy involved consultations with major stakeholders including the public, local 
authorities, strategic and operational managers, non-governmental organisations, the 
charity and voluntary sectors, professional bodies and members, health, education, 
teachers, school governors, strategic partners, government office advisors, police, 
local safeguarding boards, social care and health representatives and business 
representatives (Department for Education 2010). These stakeholders were 
unanimous about the improvements required in child protection policies.
However, some stakeholders hâve resisted the process, as shown in Figure 5.1.
Professionals in poor traditional professional cultures that are hard to change,
practitioners who resist change and those with low morale (Munro 2010) will resist
any improvement in practice. Critics of policies promoting family support and
preventative strategies can also be found among conservative party voters who have
conflicting views about how such support may impact on parenting capacity.
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Furthermore, conservative parties fear that expanding children’s rights could give 
them a high level of freedom that would make them more vulnerable in the wider 
society (Nygard 2009).
Figure 5.1: Drivers and resisters of change
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The political need to protect children against maltreatment and abuse is indisputable 
(Wrennall 2010). It is clear that policy makers and stakeholders aim to protect 
children, as reflected in their acceptance that improving child protection systems is 
politically acceptable and feasible. Usually, opportunities presented by policy reform 
are associated with political and economic considerations (Popple & Leighnenger 
2004). For instance. Working Together (Department for Education 2010) was
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implemented during the May 2010 elections by a Labour government that had been 
in power from 1997. Although at the time the need for policy reform was driven by 
ongoing serious case reviews, political considerations also played a part. The 
government had become very unpopular due to the country’s economic crisis, 
increasing unemployment and rising inflation (Summut 2010). Labour’s manifesto 
maintained its traditional focus on perspectives that promoted family support, social 
investments and protecting children (Featherstone 2006) by providing additional 
funds for preventative initiatives and family support programmes. This has changed 
since the current government came to power.
Child protection systems require governmental political commitment, and financial 
and performance accountability to function successfully Munro et al. (2010a; 2010b; 
Wrennall 2010). Although the preventative strategies and sustaining initiatives such 
as Children’s Funds and Sure Start were criticised for being costly and contributing to 
the economic deficit while failing to tackle child abuse, they have greatly benefited 
children and families at risk.
However, since the Coalition Government was formed, several changes from the 
previous government’s initiatives have already come to play (Baker 2010). For 
example, the ContactPoint database initiated in 2004 was intended to improve child 
protection systems through information sharing. Although some consider that it did 
improve the provision of quality services and reduce overlap (Wrennall 2010), it has 
also been criticised for compiling risk factors on children’s files, placing child abuse 
perpetrators under surveillance and offering little towards the provision of services, 
(Brandon at ai. 2005; Munro 2005b; NSPCC 2009). Nevertheless, the end to 
ContactPoint shows that child protection is yet again accompanied by a number of 
new initiatives promising diminutive safeguarding measures without pooling
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resources or making the services more effective. While safeguarding children 
remains at the centre of political interest, even for the current government, it is 
unclear whether the Working Together policy will be revised or dissolved.
Chapters:
Policy Evaluation Summary and Conclusion 
Summary
• Working Together (2010) has been implemented nationally to improve 
safeguarding processes. Literature suggests unintended consequences 
relating to budget cuts; funding services (BBC 2010a; BBC 2010b; BBC 
2010c) and on-going chaotic child protection systems (Burton 2009; Munro 
2010a; Holmes ef.a/2010).
• The paper highlights on-going quality and performance monitoring as a 
means of evaluating the quality of child protection services through 
supervision, training and Ofsted inspections (Kremshall 2010; Munro 2010a). .
• The success of child protection will require sufficient funding towards 
improving quality and provision of resources in opposition to further policy 
reforms (Holmes ef a/. 2010).
C onc lus ion  and recom m endations
This assignment has demonstrated that child protection is an area that has struggled
since it was introduced in the 1970s. Child protection serves political, economic and
public interests while seeking to promote the best outcomes for children. The
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Working Together guideline (Department for Education 2010) guides organisations 
and practitioners on how to manage children in need and child protection cases. 
Referrals in child abuse cases and child protection investigations must take place 
through a multi-agency approach. In this way, the process of child protection should 
be collaborative, involving information sharing to produce plans that will work towards 
achieving the best safeguarding outcomes for children.
Ecological and developmental theories of social work explain how family 
circumstances should be taken into context and analysed during assessment stages 
to understand the causes of child abuse and to inform intervention. The process itself 
involves multi-agency collaboration. Many of the problems leading to failure in child 
protection practices still prevail. These include a lack of understanding of the signs of 
child abuse and of roles and responsibilities, ineffective inter-agency working, the 
failure to challenge other professionals and the casework family, working with high 
caseloads, the lack of manager accountability and the failure to meet timescales and 
to analyse information.
The assignment identified several policy reforms that have been made to provide 
clear guidelines for managing child protection cases and promoting good practice. 
However, the success of a policy reform depends on the economic and political 
situation and the availability of resources, where resources are scarce; there are risks 
of systems failing children. The change of the governments from one that promotes 
socialism to one that is cutting budgets has given grounds for concern over the 
political and economic impacts of the new government on deprived families, 
especially when we know that poverty is the basis for some social problems often 
contributing to child abuse. The impact of this in practice will be reflected in stressful 
child protection systems posing risks on-going problems within child protection work.
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While we have been assured that the government aims to secure children and young 
people’s projects child protection is a long way from improvement. Nonetheless, 
Working Together 2010 provides key guidelines for the child protection process via 
inter-agency working.
The author therefore agrees with Munro (2010) that the provision of quality 
supervision, training and support to social workers is likely to improve thinking and 
reflective practice and thus clear and informed professional judgements. More 
emphasis must also be placed on clinical practice, enabling practitioners to actively 
assess hidden signs of abuse and to challenge parents who disguise the evidence of 
abuse. While Working Together Policy provides guidance for good practice, it is vital 
that practitioners focus on utilising tacit skills and confidence in practice, as it is these 
skills that allow them to achieve good practice and maximise best outcomes for 
children.
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Appendix 1:
Key practise changes in Working Together
Overall approach
• Emphasis utilising a child-centred and holistic approach for children in need as 
well as those at risk of significant harm
• Continued emphasis on the paramountcy of welfare (Children Act 1989, 
Children’s Act 2004)
• Provides a new definition for emotional and sexual abuse
• Places additional emphasis on early intervention, information sharing and 
inclusive practice through inter-agency working
• Places responsibility for protecting and safeguarding children on everyone
Relationship with clients
• Further emphasis on “respectful uncertainty” (Laming 2003; 2009)
• States that children subject to child protection plans should have therapeutic 
relationships with the social worker, they should be seen alone and their wishes 
and feelings should be ascertained and recorded
Recording and record-keeping
• Stresses need for accurate recording
• Advocates more emphasis being placed on recording who is present if the child 
is not seen alone
• Emphasises that professionals must complete and forward written child 
protection medical assessment reports to Children’s Services
Child protection plans
• Advocates robust and analytical assessments based on child development to 
analyse strengths, protective needs, vulnerabilities and risk factors
• States that every child protection plan should receive consideration for legal 
strategy meetings
• Emphasises that child protection plans must be implemented before discharging 
newly born babies or those admitted in hospital due to suspected abuse of 
neglect
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• Focuses on the need for clear specified outcomes on child protection plans and 
contingency plans where there is a poor level of engagement from families
Conferences and meetings
• States that child protection conferences should not be chaired by the same 
person
• States that core group meetings should not be chaired by the case worker
Training
• Emphasis on all agencies-learning lessons from serious case reviews and 
“where possible, lessons should be acted upon quickly without necessarily 
waiting for serious case reviews to be completed” (p. 233)
• Importance or inter-agency training and the role of safeguarding boards
Special provisions
• Stresses specific considerations for safeguarding children in cases of parental 
drug and alcohol misuse, mental health, disabled children, missing children and 
young people, sexual exploitation, risks posed by information technology, gang 
activities, fabricated or induced illness, children living away from home, female 
genital mutilation, honour-based violence, forced marriages, hospital discharges 
for children born in families presenting risks and requiring safeguarding, child 
victims of trafficking, investigating complex abuse (pp.191-207)
(Department for Education 2010)
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Supervision Evaiuation in Child Protection Social Work
A Proposal for E-Supervision Model 
Background
Supervision is an important aspect of social work practice, enhancing practitioners’ 
knowledge, thinking, skills, managing anxieties and work demands; guidance with 
practice and competency (Munson 2002). Whilst social work encourages supervision 
as a source of support, learning, practice development (Gould & Baldwin 2004), 
accountability, and case management (Holmes et al. 2009), inadequate supervision 
for social workers (Laming 2009) often led to dangerous practice and serious 
mistakes (Devaney ef a/. 2010).
Modern social work practice uses the traditional face-to-face supervision model as a 
means to achieve supervision goals. Munson (2002) posits that supervision is an 
ongoing process that takes place at different times in different settings. Supervision 
could be formal or informal. Hawkins & Shohet (2000) state: informal supervision 
takes place on an ad hoc basis. Whilst this is common practice, formal supervision 
involving one-to-one interpersonal contact is beneficial due to the quality of time 
rendered and formally recorded (Proctor & Inskipp 2001). However, due to work 
demands on practitioners, peer supervision is less prioritised. Thus practitioners rely 
on one-to-one supervision (Laming 2009), usually provided by qualified 
manager/senior practitioners (Holmes ef al. 2009). Unfortunately, infrequent 
supervision has been a contributing factor in numerous serious case reviews (Laming 
2009; Holmes ef al. 2009; Devaney et al. 2010).
Supervisors and supervisees are often remote from each other due to the need to
manage several teams and attend various practice meetings. Thus keeping
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supervision sessions becomes less prioritised resulting in regular cancellations 
(Laming 2009). There are major challenges in arranging face-to-face supervision 
sessions for a time suitable and convenient for practitioners and managers. The 
DCSF Working Together (2010) therefore state that supervision for practitioners must 
be held regularly and managers must be committed to their responsibilities. 
Unfortunately, when supervision is successful, due to time constraints often 
supervision is mainly focused on case discussion with little emotional quality (Holmes 
et al. 2009).
Purpose
The purpose of this study is to evaluate the new e-supervision model for its 
effectiveness in improving quality supervision delivery for social workers in child 
protection. The outcome measures are supervision effectiveness and quality. These 
will be assessed using a one group pre-test and post-test quasi-experimental design 
by administering a Supervision Satisfaction Questionnaire (Ladany et al. 1996) at 
baseline and at three month follow up. In this study, the quality of supervision and 
satisfaction should be characterised by the supervisor’s ability to address all aspects 
of supervision (case management and emotional) without rushing or being disturbed.
Objectives
• To determine whether there are differences in effectiveness and quality 
between e-supervision and face-to-face supervision.
• To demonstrate satisfaction and quality of e-supervision.
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Rationale
By introducing a web-based supervision model, barriers preventing successful 
supervision between supervisors and practitioners will be broken (Butler et al. 2006; 
Dudding & Justice 2004). The proposed evaluation is linked within a goal-oriented 
and attainment model (Scott 1998; Hansen 2005) of organisational evaluations as it 
will be assessed in relation to the following pre-determined goals: (1) the need for e- 
supervision to reduce travel costs for practitioners and managers who often travel to 
an office base to engage in supervision sessions (Dudding & Justice 2004); (2) the 
need to enable practitioners to receive supervision when working from home or in 
another location; (3) a reduction in multiple opportunity costs resulting in a high level 
of supervision provision through the internet (Liu & Tan 2004: 520-524); (4) to render 
regular quality support and guidance for staff and case load management; and (5) 
consequently increasing supervision satisfaction and improving outcomes for children 
and families.
Hypothesis
Realistic evaluation is interested in hypothesis testing using scientific methods 
(Pawson & Tilley 2002; Pawson 1997). The hypothesis is that there would be no 
difference in the quality and satisfaction of supervision delivered between electronic 
and face-to-face supervision models.
E-Supervision Model
The e-supervision model developed for this study consists of desk and video 
conferencing; group or broadcast-quality conferencing; directional microphone; self- 
focusing camera; internet control and facility with high quality signal transmission
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protocol for vocal and video conferencing (Dudding & Justice 2004; Dudding 2008; 
http://www3.hants.gov.uk/itschools/itschools-services/video-conferencing.htm).
The risk of hacking is acknowledged and managed by regular monitoring (Trolley & 
Silliker 2006). Security management will be installed on each computer terminal to 
prevent unauthorised access (Trolley & Silliker 2006). Data protection software will be 
inputted, and supervision recorded, according to organisational confidentiality 
protocols and the Data Protection Act 1998. Additionally, secure individual offices will 
be allocated to prevent colleagues overhearing supervision discussions.
Model of Evaluation-Underlying Framework
This evaluation follows the goal-oriented model (Scott 1998; Hansen 2005). Although 
commonly used within summative evaluations where a programme is already 
implemented (Hansen 2005), the goal-oriented model in this study is used within this 
retrospective evaluation (Green & South 2006). It is the most appropriate approach 
as it assists decision makers making judgements about implementation of e- 
supervision aspiring to generate effective supervision. Goal-oriented evaluations 
have been criticised for failing to consider contexts of intervention, and failing to look 
at how intended and unintended outcomes are achieved (Madaus et al. 1996). To 
address this, the framework is used alongside the realistic evaluation which seeks to 
understand contexts and mechanisms of the studied phenomena (Pawson & Tilley 
2002).
Realistic Evaluation
Realistic evaluation has been chosen for its pragmatic and outcome-oriented nature 
(Pawson 1997; Pawson & Tilley 2002). Unlike the Medical Research Council (MRC)
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models linked with complex medical interventions, or Kirkpatrick’s (2005) model 
suitable for education/training interventions, realistic evaluation focuses on 
addressing significant factors in social work practice that link within the realist 
paradigm where this model is situated (Kazi 2002). It looks at services that actually 
work, to whom they work and in which context (Pawson & Tilley 2002). By examining, 
analysing and understanding the context in which poor supervision levels occurred, 
realistic evaluation makes inferences about how poor supervision levels might have 
been prevented initially and how to prevent this in future practice (Green & South 
2006).
Pawson (1997) articulates that Contexts Mechanisms Outcomes Configurations 
(CMOC) are demonstrated by the interaction between intervention and the context in 
which it relates resulting in an outcome. The context (C) of supervision therefore 
relates to the conditions needed (M) to produce a particular outcome (O) (Pawson & 
Tilley 2002). E-supervision is therefore intended to improve effectiveness by 
providing efficient and accessible supervision. Although criticised for failing to link 
theory and practice (Green & South 2006), qualitative interviews will be carried out to 
understand supervision mechanisms within social work practice before undertaking a 
quantitative study (see study design).
Table 1 demonstrates the CMC involved within this evaluation.
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Table 1
Current CONTEXT New MECHANISMS Intended OUTCOMES
Child Protection Social 
work
E-Suoervlslon Model Imoact of Suoervlslon
High case loads and work 
pressures causing a barrier 
for supervisors and 
practitioners prioritising 
supervision.
E-supervision may prevent 
social workers from 
travelling to the office for 
supervision as supervision 
could be delivered at home.
Greater flexibility.
Supervision could be 
delivered in any location.
Improved productivity.
Poor quality of supervision. 
Rushed supervision failing 
to address staff emotions, 
anxieties, concerns and 
welfare issues.
Opportunity to use 
supervision for addressing 
staff welfare, emotional 
Issues as well as case 
management issues.
Increased access to 
supervision.
Increased social work 
functioning and 
competence.
Limited supervision time. Anticipated added time for 
supervision upon reduced 
pressure to travel to an 
office base for supervision 
sessions.
Improved quality in 
supervision and case 
management. Enough time 
for supervision, and 
supervision is not rushed.
Address emotional welfare 
for staff. Overall, positive 
outcomes for children and
families.
Study Design
k  formative evaluation (Green & South 2006) using sequential exploratory mixed 
methods design will be used (Cresswell & Plano 2008). Mixed methods strategies are 
criticised for combining research strategies, grounded in in-compatible ontological 
positions and paradigms, in this study this design provides robustness, richness in 
data particularly where qualitative methods are used to understand the context of 
supervision and consequently complement quantitative results (Cresswell & Plano 
2008). For this reason, focus group interviews will be conducted first to aid the 
development of a questionnaire that will be used for a one group pre-post quasi­
experiment (Polit & Beck 2010), an acceptable design addressing ethical and
practical difficulties in social work practice preventing a possible randomised-control- 
trial for this study.
Sampling
Purposeful sampling (Cresswell & Plano 2008) will be used, by using the
1
organisation’s directory to select participants with pre-scheduled supervision from five 
main regions of Hampshire to represent diverse supervision experiences. Included 
are those not driving to e-supervision workstations (located within the five selected 
regions) to prevent travel costs. Excluded are those remote to e-supervision 
workstations, without scheduled supervision and with general e-supervision 
experience.
Sample/systematic bias could be generated by limiting recruiting accessible 
participants purposefully and by possible pre-conceived attitudes towards e- 
technology that may be gained during recruitment, when soliciting consent (Cresswell 
& Plano 2008). As supervision is mandatory, the non-response rate will be low (Polit 
& Beck 2010) although participants may not represent those disinterested in 
accessing supervision. However, by using multiple regions in Hampshire, 
generalisability and effectiveness is increased. Although it may not be widened to 
other Authorities (Polit & Beck 2010), validity and reliability will be rendered.
SPSS power calculation will predict the desired sample size. A target power is set at 
95% with an alpha level of 0.05. A reasonably large sample size is anticipated to elicit 
scientifically significant results (Howell 2007). The sample size will therefore be 
based on the appropriate statistic calculation. Fifty participants may be sufficient for 
quantitative data (Milton et al. 2003 in Cresswell et al. 2008).
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Procedure - Phase 1
Consent to participate will be obtained prior to study commencement. A confidential 
record will be kept. 2 Qualitative focus groups consisting of five supervisors another 
with ten supervisees will be conducted separately to determine the context 
(problems) of current supervision models to modify the Supervision Satisfaction 
Questionnaire (Ladany et al. 1996).
Phase 2
The validated Supervision Satisfaction Questionnaire (Ladany et al. 1996) will be 
modified using contexts gathered from Phase 1. The questionnaire comprises of a 4- 
point likert scale (1 = low to 4 = high) covering 8 items of self-reported measures 
relating to supervision satisfaction and quality. Questionnaire scores are rated from 8- 
32. 32 indicate the highest level of satisfaction.
A total of three, three-hourly supervision sessions will be delivered over three 
months. Questionnaires will be administered to supervisors and supervisees prior to 
the first supervision session in order to obtain baseline and after the third supervision 
session.
Analysis
The realistic approach requires making sense of the different data collated in order to 
present coherent conclusions on the CMO specification (Pawson & Tilley 2002). An 
SPSS calculation will be carried out, and AN OVA proposed, to analyse quantitative 
data using repeated measures design to confirm statistical significance, as the same 
subjects are used to provide data within a single pre and post group (Howell 2007). 
NVIVO and thematic analysis will be carried out on qualitative data (Cresswell &
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Plano 2008), checking validity, integrity and inconsistencies. Qualitative and 
quantitative data will be consolidated, integrated and legitimised (Cresswell & Plano
2008) to conclude what works, for whom and how in social work e-supervision 
(Munson 2002).
Ethical Issues and Risk Management
The study will be approved by the Hampshire research development and governance 
panel following thorough ethical scrutiny given the sensitive nature of child protection. 
Professional ethical practice will follow General Social Care Council Standards, 
maintaining Helsinki Ethical Declaration guidelines (Stiefel 2001) requirements for 
consent, written agreements and practitioners’ confidentiality. There are no direct 
risks of physical harm; however, emotional distress caused by complex cases and 
challenging working environments should be managed as a supervision requirement 
(Munson 2002). Consideration for confidentiality, internet security, and computer- 
based supervision management has been noted from research (Trolley & Silliker 
2006). If this evaluation is challenged by technical or unintended problems, 
practitioners will receive face-to-face supervision within 10 days of scheduled e- 
supervision to ensure that cases are managed and statutory requirements complied 
with.
Economic Analysis
Cost consequence analysis (CCA) is used to assess the cost-effectiveness of e- 
supervision (Drummond et al. 2005) by combining summaries, an estimation of 
economic and practice costs relating to completing supervision models and 
presenting them on a spreadsheet (Drummond et al. 2005; Gage et al. 2006). 
Evaluation tools measuring costs and returns are unsuitable. CCA is chosen for its
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strength in emphasising outcomes (Wilkinson 1999) and influencing utility decisions 
at an organisational level without inserting monetary value on benefits. Arguably, 
CCA is closely associated with everyday practice outcomes and links with the 
realistic evaluation (Beecham 2000). Prospective economic evaluations, however, 
often risk missing unintended consequences that may occur subsequently after 
completing CCA (Wilkinson 1999; Gage et a i 2006). Therefore, any possible 
uncertainties that may arise will be documented to prevent misconceptions Gage et 
a/. 2006).
Costs
All costs (travel, supervision and installation) for the current supervision model and 
the e-supervision model are indicated in Table 2. If e-supervision increases 
effectiveness, monthly e-supervision will be sufficient and cheaper than fortnightly 
supervision costing £1 216.00 per annum or VA hour supervision sessions at £86.90 
proposed by Holmes et al. (2009), as reduced travelling will save costs but 
importantly render supervision quality and satisfaction (trade-offs). CCA subsequently 
provides descriptive costs and consequences without placing monetary value on 
benefits and explicit trade-offs (McIntosh & Cairns 1997) (i.e. supervision quality, 
satisfaction and positive practice outcomes).
Table 2 summarises cost variables and benefits.
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Table 2
Cost Variables In E Suoervision
Face-to-Face Supervision
£86.90 for 1% hour supervision session 
(Hoimes et ai. 2009)
Effect
Distance travelled by practitioners 
Average mileage £28.65 per session
Increased distance and high travel 
costs for both practitioners and 
supervisors
Distance travelled by supervisees 
Average mileage £28.65 per session
Increased distance and high travel 
costs for both practitioners and 
supervisors
Means of travel
Average cost £28.65 + ferry £35.00 per 
session
Increased travel time and car 
mileage costs/ferry costs (if 
travelling to the Isle of Wight)
Travel time
Increased travel time, increased 
travel costs for both supervisors and 
supervisees
E-supervision
£2700.00 instaiiation and eauipment 
(Hampshire iT  services)
(http://www3.hants.aov.uk/itschools/itschoois-
Benefits
services/video-conferencina.htm)
Sharing equipment in any office base Reduces supervision costs
Availability of allocated laptops and desktops 
within offices Reduces supervision costs
High case load management and practice 
activities
Increases time and quality of 
supervision in discussing all 
allocated social work cases. 
Increase in emotive supervision and 
better case management. Reduction 
in dangerous practice and risks of 
serious case reviews
Costs of electronic equipment and line rentals
High costs however reduce unit 
costs for supervision delivery
Costs of technology maintenance and 
technical support: £200.00
High costs however reduce unit 
costs for supervision delivery
Funding and training for evaluation study: 
£199.00 - 1  day training session(Hampshire IT 
Services)
Evaluation intends to reduce costs
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Consequences
Positive consequences will be summarised in the context of: quality supervision; casé 
management; emotional support; and high-level supervision delivery, by assessing 
an efficient e-supervisory model compared with face-to-face supervision.
E-supervision will subsequently be considered worthwhile if this evaluation reflects 
positive outcomes as suggested in Table 2.
For each e-supervision session, CCA calculates total elements and their costs, and compares 
and measures any changes alongside outcome measures. Costs and outcomes will not be 
combined, however; the costs of each supervision session will determine the overall cost of a 
new e-supervision model and provide justification for decision makers to potentially reject or 
fund a model more beneficial (Gage et al. 2006; Drummond et al. 2005). ^
Leadership and Communication
This section of the assignment focuses on communication in organisational change 
within the scope of implementing e-supervision. The contexts and anticipated 
goals/outcomes of shifting from face-to-face supervision towards an e-supervision 
model have already been outlined. It is argued that for this shift to take place in 
Hampshire Children’s Services requires a planned change process within the remits 
of organisational change (Denning 2005; Barrett 2002). Critics of planned change 
suggest that a timetabled approach to change in organisations is insufficient as it fails 
to keep up with the on-going fast demands of changing environments where a further 
change may be required before one is fully implemented (Todnem 2005).
Although implementation of e-supervision is a direct response towards improving 
supervision quality and effectiveness, it is not a crises response. A planned change 
will allow effective consultation on difficulties with the current supervision model to
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identify areas of improvement, planning and implementation (Todnem 2005) of an e- 
supervision model that will effectively respond to the demands of social work 
supervisory needs. Nonetheless, change is a continuous activity within today’s 
organisations (Barrett 2002) and therefore e-supervision may face farther change 
processes in an unpredictable future.
Focusing on leadership, effective communication is important for creating and 
elucidating a vision for change, receiving and communicating feedback, adapting 
proposed changes to the new model and providing support to staff throughout the
transition/change process (Denning 2005; Barrett 2002; Lewis 2000). Leaders are
;
characterised by instigating, propagating and motivating change (Marquis & Huston
2009). Therefore, in order to successfully achieve implementation of e-supervision at 
strategic levels, executive leaders require transformational leadership skills and 
attributes to transform, change, inspire and motivate practitioners to transcend self 
. interests for the benefits of the organisation and service users (Marquis & Huston 
2009; Bass & Riggio 2006). Although transformational leadership has been criticised 
for being amoral when leaders motivate employees based on emotions, power or self 
interests (Barrett 2002), it is favourable given its higher value in conveying a vision, 
inspiring and driving change in complex working systems (Marquis & Huston 2009). 
Moreover, evidence suggests that true transformational leaders are grounded in 
authentic moral values such as honesty, fairness and compliance to human rights 
thus their ability to make positive changes in organisations facing crises (Stewart 
2006).
Undeniably, child protection social work operates within complex bureaucratic 
demands which have been criticised for compromising sufficient quality supervision 
for staff. The shift to e-supervision therefore lies in the realist epistemology
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suggesting that implementing successful e-supervision, using planned change 
processes, will depend on proactively incorporating change through the development 
of effectual communication from the “top, down and across the organisation” (Barrett 
2002). A planned change in child protection supervision models will thus entail 
software implementation, possible restructuring, consolidation of e-supervision office 
stations and staff training. This process will require good communication and 
feedback between leaders and practitioners (Lewis 2006; Burnes 2004).
Researchers of organisational change acknowledge the importance of com­
munication throughout each stage i.e. innovation, design, adoption, and feedback in 
change processes (Burnes 2004; Lewis 2000; Denning 2005). They postulate that 
planned change should predominantly be communication-led. In view of Lewin’s 
(1947 in Burnes 2004) theory of planned change, communication in this process 
should take place during the (a) “unfreezing” stage to prepare for transition before e- 
supervision is rolled out (Burnes 2004), (b) “transition” stage when adaptation of e- 
supervision takes place, and (c) “re-freezing” stage (Burnes 2004) where acceptance 
of using e-supervision surpasses. Other studies promote seeking regular feedback 
and maintaining communication with staff post-implementation and “re-freezing” to 
establish any flaws and levels of satisfaction, to make any further necessary 
improvements (Lewis 2006).
Lewin’s change model is criticised for promoting top down change processes whilst
ignoring power and politics conflicts in organisations (Burnes 2004). However, his
approach recognises that the status quo can be broken in a new equilibrium of
change. He rightly postulates that change only happens when there is a “felt need” to
do so, yet importantly, when everyone is actively involved and participating in the
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process (Burnes 2004). A need for change is noted in child protection supervision 
models; however, everyone needs to buy into this need to change. Without this, 
progress may be difficult.
Communication therefore embraces a goal-oriented approach for service evaluation 
towards driving change. Lewis (2006) considers communication as a tool that offers 
practitioners information and understanding about the change process and their role 
within it. Although research suggests that staff should be able to cope with change 
(Todnem 2005), change within social work systems can be disruptive to staff and the 
supervisory process itself. By “unfreezing”, organisations and practitioners are likely 
to experience a sense of loss of status quo caused through giving up a familiar model 
of working (Burnes 2004). Whilst critics suggest that continuous change often 
becomes normal practice (Burnes 2004) in organisations, practitioners may feel 
uncertain (Todnem 2005) about the efficiency of unfamiliar e-supervision. Therefore, 
organisational goals should be achievable, realistic and effectively communicated to 
promote acceptance of change (Lewis 2006). Subsequently, communication thus 
manages anxieties and prevents resistance (Lewis 2000; 2006).
To manage employee anxieties, leaders should create ways of communicating with 
practitioners to explain how, why and when an e-supervision model is being 
introduced (Lewis 2006). According to Clawson (2007), employees will resist change 
if they fail to see the need or fail to understand a plan of how to accomplish change, 
and if they are unable to contribute towards this plan. This is likely to prevent e- 
supervision from being implemented successfully as practitioners become uncertain 
about job satisfaction, security and career stability (Lewis 2000; 2006). It’s not 
surprising therefore that leaders are likely to face challenges when motivating staff to 
accept converting to e-supervision (Lewis 2000). Transformational leadership traits
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are therefore crucial in influencing employees to understand organisational goals 
(Denning 2005). For example, employees could be encouraged to go beyond their 
own interests to meet the organisation’s interests (Stewart 2006; Children’s Bureau 
2010). While this point is valuable when leaders impose positive attitudes, the risk of 
non-authentic leaders encouraging employees to engage in unacceptable behaviour 
may prevent achievement (Stewart 2006; Todnem 2005). Nonetheless, buying-in 
staff through communicating the organisational vision for e-supervision and 
encouraging participation in the change process can lead to less resistance (Lewis 
2000; Children’s Bureau 2010).
Communicating a vision for change is therefore pivotal in leadership and, perhaps, a 
requirement for effective change (Lewis 2006; Children’s Bureau 2010). Vision 
explains why change is required and is essential in motivating staff (Tsoukas & Chia 
2002; Burnes 2004). Effective communication therefore renders a shared sense of a 
desirable future which will lead to positive achievement (Children’s Bureau 2010). 
Critically, leaders often fail to understand the importance of creating a shared vision 
(Denning 2005). Therefore, to successfully implement e-supervision, maintaining 
communication and showing commitment towards justifying credibility and legitimacy 
of e-supervision to stakeholders will be salient (Lewis 2000, 2006; Children’s Bureau
2010).
Poor communication often provides inconsistent messages and unclear goals which 
may lead to failure in achieving a shared vision (Lewis 2000). Lewis notes poor 
communication as problematic when it presents inaccurate information, creates 
uncertainty and barriers in developing relationships with stakeholders, and 
contributes to negative outcomes (Children’s Bureau 2010). It is therefore considered 
that working in partnership with an organisation's stakeholders (Tilley 2002) will be
405
beneficial in ensuring sufficient planning, creating a vision and trusting working 
relationships. Research suggests that trust within partnerships renders accountability, 
reliability and predictability (Children’s Bureau 2010) and is key to effective systems 
change. Although leaders should work closely with stakeholders, not all will agree 
certain proposals (Children’s Bureau 2010; Lewis 2006). However, involving 
stakeholders in planning committees and the change process will enable leaders to 
establish feasibility, listen and be flexible in making possible changes towards 
successful systemic change whilst maintaining a balance with other organisational 
priorities (Children’s Bureau 2010).
Essentially, stakeholders as well as leaders may wish to take responsibility for 
promoting participatory opportunities (Tilley 2002) to enable practitioners to 
participate in the implementation of e-supervision. Participation will increase 
opportunities for practitioners to access information and knowledge (Tilley 2002; 
Children’s Bureau 2010) about e-supervision, thus reducing uncertainty. Furthermore, 
workers feel valued and have control over the new model (Wu et a/. 2007). However, 
not all practitioners may be willing to participate in this process, therefore voluntary 
participation could be encouraged (Tilley 2002). Though participating in the change 
process may encourage practitioners to express their opinions and anxieties (Lewis 
2006) with e-supervision, they may become more amenable to change when they 
contribute towards its design (Heifetz 2008). Nonetheless, due to the demands of 
social work practice, participation and buying in may be difficult to achieve in a highly 
stressful social work environment (Holmes et al. 2009) which already fails to support 
practitioners with any additional demands. Therefore, looking at areas in which 
participation may be highly appropriate and appreciated will be essential.
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Narrative communication using stage performance and scripts has also been used in 
the change process to offer understanding and interpretation of the organisation’s 
transition periods (Ford 2002). The use of creative techniques such as storytelling 
and successful supervision stories will be considered to encourage staff to internalise 
the new model’s future implementation (Stewart 2006) as a reality (Denning 2005; 
Ford et al. 2002). Although simple narrative interactive techniques can be influential 
in changing behaviour, building credibility and promoting enthusiasm (Denning 2005; 
Ford et al. 2002), unfortunately storytelling can be unreliable as information can be 
filtered and reinvented when relayed. As such, face-to-face communication remains 
more pragmatic yet reliable, as it: eliminates misunderstandings; maintains 
connectedness, trust and consistency; and can be complemented with other forms of 
communication when face-to-face communication is difficult to accomplish (Lewis 
2006). Although such communicative measures often lead to information overload for 
stakeholders or employees, and at times disengagement, pragmatic ways of sharing 
information often reassure staff receiving quality information and feeling a sense of 
fairness which reduces uncertainty about change (Lewis 2006). Consequently, staff 
may become convinced and supportive of the change process.
Conclusion
Unfortunately, this study could face significant limitations relating to: funding; 
bureaucracy preventing recruitment from a local authority; practice issues and ethical 
implications. Nonetheless, a successful implementation of e-supervision relies on 
transformational leadership skills driving successful change. Due to the limited 
number of words, some aspects within the evaluation and leadership modules could 
not be widely explored.
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Aim
The aim of the proposed research is to test the usability and acceptability by patients 
with Chronic Obstructive Pulmonary Disease (COPD) and their health care teams in 
Surrey of the symptom assessment tool housed on a piece of medical technology 
and also to explore the extent to which quality of life (quoi) has altered for patients 
and their carers.
Literature Review
Hand and electronic literature search from various sources, Cochrane databases and 
Medline will be carried out. Articles and reviews published between 2000 and 2010 
written in English will be sought (see search criteria appendix la ). Search terms such 
as COPD + telecare or telemedicine will be used (see appendix 1b) to identify 
evidence that addressing telemonitoring and symptom management whilst avoiding a 
premature narrow search that may exclude relevant articles.
Methods and sample 
Study design
A sequential-explanatory mixed method approach (Mason 2006; Creswell &Plano 
2008; Schofield, Knussen& Toison 2006) is proposed to fully respond to research 
questions in context (to test quoi alteration and explore perceptions) and to provide 
rigour through complementing quantitative results with qualitative methods 
comprehending questionnaires results, interviews and focus groups (Creswell & 
Plano 2008; Mason 2008).
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a. Quantitative
One group pre-and post-test using telecare as the intervention will be carried out for a 
year to assess quality of life alterations. A validated EQ-5D health related quality of 
life questionnaire widely used in COPD (Lewis et al. 2010) will be delivered at pre­
intervention for baseline, at month 3, 6 months and at completion in order to 
accurately dictate any changes. Response shift bias may occur (Polit 2004), however 
this can be reduced by changing the structure of the questionnaire. Furthermore the 
responses from the questionnaire will be explored using interviews. Therefore, 
discrepancies and similarities will be explained thus compensating for possible 
threats to validity and reliability (Teddlie & Fen Yu 2007).
A validated satisfaction semi structured questionnaire will also be used to measure 
perceptions of usability and acceptability of telecare using dimensions such as ease 
of use, quality, usefulness of system by rating statements using e.g ( yes or no 
questions or ranking 5 point likert scales rated from strongly agree, agree, neither 
agree nor disagree, disagree or strongly disagree).
b. Qualitative
For practical health reasons. Interviews will be undertaken with patients and carers to 
explore perceptions and attitudes of using telecare as opposed to focus groups. 
Interviewing themes will be drawn from quantitative questionnaires and explored in 
interviews and focus groups using an iterative process (Barbour & Kitsinger 1999; 
Denzin & Lincoln 2008)
A focus group of 8-10 healthcare professionals will explore perceptions on 
relationship changes and challenges faced in adapting to telecare. Focus groups are
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chosen to trigger discussions, elucidate rich and larger amount of data (Horton 2008) 
in limited timelines.
Recruitment
Participants will be collected from General Practitioners database, hospital records, 
COPD specialist teams and Adult Social Services in Surrey districts to capture 
patients receiving both health and social care services.
Sample
Convenience sampling (Cresswell & Plano Clarke 2008) of accessible participants 
with primary diagnosis of COPD, clinically assessed as mild to moderate COPD with 
FEV1 50% and above (of the predicted value after a bronchodilator)(Johansson et.al 
2008). Excluded will be those with severe illnesses, unable to use telecare facilities, 
give consent or engage in interviews, (see inclusion and exclusion criteria appendix 
1d).
Based on quantitative responses, maximal variation sampling is used to present 
multiple perspectives representing the social world (Creswell & Plano 2008). 
Purposeful sampling (Teddlie &Fen Yu 2007), by selecting participants providing rich 
information (Denzin and Lincoln 2008) on improved quality of life and satisfaction 
questions will be used for the qualitative stage in order to best answer the research 
questions (see appendix 1c).
Sample size
The sample size will depend on SPSS statistical power calculation for quantitative 
methods (Creswell & Plano 2008; Willems et.al 2007). Approximately 150 sample
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size is suggested based on previous related studies in this area (Schofield, Knussen 
& Toison 2006). A larger sample is required for reliability (Teddlie & Fen Yu 2007).
Outcome Measures
EQ-5D quality of life dimensions scores (Willems et al. 2007) will be compared with 
baseline. Higher symptoms levels relate to lower quality of life (Willems et al. 2007), 
decreasing scores from baseline will indicate improved quality of life.
Analysis
Quantitative results will be analysed using SPSS. Field notes, tape records from 
focus groups and transcripts will be subject to content and thematic/concept analysis 
(Huberman & Miles 2002). A method of threading and triangulation will be used to 
offer credibility to the qualitative results (Creswell and Plano 2008; Green 2008; 
Mason 2006). Reliability and consistency will be checked by an independent 
researcher. The results will be integrated and interpreted (Green 2008; Mason 2006).
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Appendix 1
1a) Electronic Search database:
AMED: Allied Complementary Medicine 
Cochrane Database
CINAHL: Cumulative Index to Nursing and Allied Health Literature
BNI: British Nursing Index
Medline
l  b) Search terms
COPD + telecare or telehealth or telemonitoring or telemedicine
COPD + telemonitoring or home monitoring or remote monitoring
Chronic Obstructive Pulmonary Disease + telehealth
Chronic Obstructive Pulmonary Disease + remote monitoring systems
Other search terms will include COPD or heart failure or cardiac failure or chronic 
condition or chronic illness +telecare or telemedicine or remote monitoring or 
telehealth
1c) Research questions:
1. What is the current evidence on telecare use within COPD
2. To what extent is the medical technology in the study both accepted and used 
by patients, carers and healthcare professionals?
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3. What are the perceptions of patients and carers on the assistance provided by 
this technology?
4. How have the relationships changed between patent, carer and the 
healthcare team with the use of this technology?
5. To what extent have patients’ and carers’ quality of life altered by using the 
technology?
6. What are the challenges to the healthcare team in adopting the technology? 
1d) Inclusion and Exclusion Criteria
Inclusion Criteria
40 years and above for COPD patients
Mild COPD exacerbations with a post-bronchodilator FEV1/FVC of < 50-80+ 
according to Global Initiative for Chronic Obstructive Lung Disease (GOLD)
Patients should be assessed as clinically fit to contribute in interviews
Smoking history of > 20 years of smoking
Patients should have interest in telecare and able to provide written consent.
English Speakers 
Exclusion Criteria
No age limit for carers and healthcare teams
With chronic or mental illnesses disabling from engaging in focus groups/interviews 
Unable to use telecare service 
Non English speakers
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Those unable to engage in discussions 
1e) Ethical Issues
Obtain ethical consent from appropriate ethics committee 
Informed and Written Consent
Confidentiality will be complied with in accordance to the Data Protection Act
Breathlessness will be managed by ensuring that interviews are undertaken in 
patient’s homes or a venue of their choice where they can easily access medical 
resources
Sensitivity
Patient autonomy and justice should be granted 
Ensuring patients continue receiving regular treatment/monitoring 
Stable condition 
Withdrawal at any point
Anonymity of participants will be granted by coding questionnaires 
Data will be kept in a locked and secure cabinet.
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Background and Aim
Kendall et al. (2007) defines end of life as the months to the last days before the 
death of a patient with an advanced illness. Research suggests that there is a lack of 
evidence identifying the changing needs of patients and their families in end of life 
(Clark 2003; Kendall et al. 2007). Evidence on challenges that researchers face when 
undertaking research in end of life is also scarce (Hopkinson et al. 2005; Kendall et.al 
2007). This study aims to understand the challenges researching into end of life 
issues within England.
Literature Review
A literature review will be carried using Pubmed, the Cumulative Index in Nursing and 
Allied Health Literature (CINAHL); National Consensus Project for Quality Palliative 
Care Bibliography and Cochrane Database . Search terms such as end of life + good 
death or end of life+ research challenges or palliative care +end of life research 
(Harris et.al 2008) challenges will be used. A process of saturating and sifting 
relevant articles (Bryman 2001; Creswell 2009) will be used to select published 
articles and abstracts in end of life research within any specialist cancer area. 
Journals and books will be searched from libraries. Literature review will provide 
knowledge on the definitions and meanings of good death and end of life; guidance 
for focusing the rationale for this study (Creswell 2009) and answering research 
questions (see appendix 1).
Methods
A qualitative research method is proposed to explore patients and carers views on 
research in good death. Although subjective, is sine qua non in qualitative studies 
(Bryman 2001; Carter & Henderson 2009), the method is unique in encouraging the
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researcher to reflect on their ideological perspectives, objectives (values and how 
their own experiences may affect the research) (Ratner 2002; Treloar et al. 2000).
In-depth interviews will be used to enable exploration and understand perceptions, 
opinions and life worlds (Griggs 2010; Murray et al. 2009) of patients and their carers 
on what they consider a good death; their views on research into a good death; 
reflecting on experiences of a dying patient. The research will also explore what 
participants may consider as the best way in conducting research in this area and 
explore whether participants wish to participate in researching good death.
In-depth interviews are chosen due to the sensitivity of this subject (Kendall et al. 
2007; Clarke 2003; Casarett 2005)). Patients receiving end of life care have intense 
experiences with their own emotional and health issues and they could be hard to 
recruit due to conflicting needs (Workman 2007). A focus group approach will be 
inappropriate given the possible challenges posed by bringing a group of terminally ill 
patient’s together (Treloar et.al 2000). Participants will feel free to discuss sensitive 
issues, personal anxieties and worries without fear of losing privacy in contrast to a 
focus group approach (Murray et al. 2009). Interviews will be undertaken in a 
comfortable venue where patients could access support if required.
To understand researcher’s perceptions and experiences in researching end of life
care with patients and their careers and farnilies, focus groups will be used to
understand opinions, challenges for researchers when researching good death with
vulnerable patients (Kendall et al. 2007). Literature suggests practical challenges
such as gate-keeping (Harris et al. 2008; Kendall et ai. 2007) recruiting terminally ill
patients and managing patient anxieties post interviews (Gott et al. 2008). Hopkinson
et al. 2005). Focus groups will trigger discussions around practical, ethical,
methodological, emotional issues experienced by researchers allowing any gaps
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identified from the literature review to be explored (Kendall et al. 2007) including the 
need to clarify definitions of end of life.
An interpretative paradigm is used to understand lived experiences of both 
researchers and patients (Griggs 2010; Kendall ef al. 2007; Munday et al. 2009). At 
the end of the study it is hoped that
Sampling
A sample comprising of patients with a diagnosis of cancer with experience of 
palliative care, carers and researchers will be drawn from different geographical 
areas of England. The inclusion criteria recognises, participants receiving end of life 
care with a life limiting illness and should have a timely diagnosis of dying (Kendall et 
ai. 2007; Griggs 2010). Participants will be sampled purposively by rejecting those 
who do not have terminal illnesses; those not interested in end of life research 
(Bryman 2001; Treloar 2000). Convenience sampling (Carter &Henderson 2009; 
Bryman 2001) will also be used as a means of capturing researchers to participate in 
focus groups.
The sample selection method could potentially create systematic bias due to its 
intention in recruiting participants that are known to be available and able to 
participate and give rich data (Treloar 2000; Griggs 2010). Given the area of 
research, it will be difficult to undertake a random sampling method, however where 
possible, the researcher will employ a random sampling method by recruiting patients 
through health or social care professionals as a strategy to reduce bias. It is 
inevitable to eliminate bias created by the interviewer when relationships advance or 
trifle conversations during an interview or when interviews involve emotional 
attachments and drainage (Harris et al. 2008).
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Nonetheless, to ensure credibility and reduce misinterpretation of conversations, 
emotional intelligence is crucial (Harris et al. 2008; Casarett 2005). Revisits to 
participants will allow confirmation of researcher’s analysis to increase reliability.
Sample size
This study will propose to include as many experiences as possible and therefore, 
thematic and theoretical saturation will determine the appropriate sample size (Griggs 
2010).
Data Analysis
All interviews will be recorded and transcribed (Creswell 2007; Griggs 2010). Field 
notes will be recorded and transcribed as a means to ensure that no information is 
missed (Creswell 2007; Bryman 2001). Nvivo will be used to analyse the results. 
Emerging themes from all field notes, interviews and focus groups will be analysed 
and interpreted using an interpretative approach (Creswell 2007; Bryman 2001). In 
order to eliminate bias, the data analysis process will be conducted by two people to 
ensure that the analysis of another researcher is considered (Treloar et.al 2000) and 
errors eliminated. Quotations will be recorded for authenticity and accuracy (Griggs 
2010).
Ethical Issues
The researcher will recognise that, discussing end of life and death is sensitive and 
distressful for patients and relatives/carers (Workman 2007; Harris 2008). Informed 
consent should be based on assessments of capacity and balanced risk and benefits 
of the study to the patient/population (Casarett 2005). Emotional intelligence is
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required throughout the research process for the benefit of both researcher and 
patient (Casarett 2005; Kendall et al. 2007; Grogono 2006).
Patients are prone to falling ill any time during their end of life care and therefore, it 
will be difficult to determine the best time to undertake research/interviews with 
patients (Casarett 2005; Harris 2008). Consideration should be made to provide 
appropriate additional support in case of distress to patients and carers (Casarett 
2005; Grogono 2006; Grott 2008). Therefore, justification of the importance of 
research and appropriateness of questions will be required (Grogono 2006) prior to 
commencing the study. Ethical approval is required from the Ethics Committee and 
the process could be challenging (Harris 2008).
If patient death occurs during the study, it will be difficult to establish direct 
experiences of a good death, views of carers/bereaved will be noted, and however 
their views could be subjective when driven by emotions (Ratner C. 2002).
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Appendix 1.
Research questions:
1. How can we define end of life and ‘a good death’?
2. What are patients and their carers’ views on research into ‘a good death’?
3. What are the opinions of researchers to studying ‘a good death’?
4. Are there any particular challenges for researchers (practical, ethical, 
methodological, emotional) when researching into ‘a good death’ with a 
vulnerable patient group?
5. To what extent do vulnerable patients and carers wish to be involved in 
research into ‘a good death’?
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Aim
This study aim to compare out-patient hospital follow up traditional in one general 
district hospital in the U.K with telephone follow up by specialist nurses from that 
hospital after treatment for breast cancer.
Literature review
To answer research Question 1 (see appendix 1 for research questions), a literature 
review will be carried out using an extensive literature search of articles from 2000 to 
2010 using MEDLINE, Cumulative Index Allied Health Literature and , Social 
Sciences Citation Index, ASSAIA, Psych Info, Palliative care Journals. A hand 
literature will also be undertaken in the libraries. Evidence willl be gathered to 
develop a rational for the study.
Methods
A random equivalence experimental design will be used. This will test therapeutic 
similarity (Beaver 2009; Pater 2004; Moore et al. 2002; Gilda et.al 2006) between 
telephone follow up and outpatient hospital follow up offered in a chosen UK general 
district hospital with an oncology specialist breast-care team. Research suggests no 
disadvantages or difference in outcomes for patients using telephone follow up 
(Booker et al. 2004; Moore et al. 2002; Sardell et al. 2000).
Although quantitative methods are effective in measuring cause and effect (Blaxter et
al. 2001), and randomised control trials particularly common for determining
superiority between different types of interventions (Gilda et.al 2006), an equivalence
trial is preferred due to its sensitivity in demonstrating similarity between two
therapeutic interventions (active and new). In this study we test the efficacy that
telephone follow up is as good as out-patient follow up (not inferior) (Hwang &
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Morikawa 1999; Pater 2004). A qualitative method is therefore opposed as its 
strengths lie in exploring and understanding perceptions and attitudes (Blaxter et al. 
2001).
Recruitment
Participants will be recruited from a specialist cancer unit in a UK general district 
hospital. Women treated for breast cancer requiring follow up programs will be 
recruited (George et al. 2000; Moore et.al. 2007; Booker et al. 2004; Beaver ef al.
2009). No age restrictions. Inclusion criteria involve patients who completed surgery 
(e.g radiotherapy or chemotherapy) (Cox et al. 2008; Moore et.al. 2002; Booker et al. 
2004; Beaver ef al. 2009).
The study follows Cox ef al. (2008) inclusion criteria for participants with stable 
disease, staged l-stage IV, not requiring palliative care or active treatment. To reduce 
the risks of drop-outs posed by possible recurrence (Nordin 2006; Beaver ef al. 2009) 
and need for treatment or death, patients with advanced cancer spread to other 
organs, with communication impairments disabling from using telephones, mental 
illnesses and with a life expectancy of less than 6 months will be excluded to increase 
participation.
Sample Size
Sample size will be determined by statistical power and confidence interval using 
SPSS (Gilda et al. 2006). An appropriate test will be chosen with a 95% or smaller 
power to reject the null hypothesis (Black 1999) that is “the outcome of the two follow 
up programs within the test are not equivalent” favouring the alternative hypothesis 
that “the two programs are equivalent” (Pater 2004).However, the power in rejecting 
the null hypothesis will depend on a) a defined margin of noninferiority (Gilda et al.
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2006; Pater 2004); b) sensitivity of the chosen statistical test in dictating similarities in 
two follow up programs (Pater 2004; Hwang & Morikawa 1999); c) reducing type-two 
errors (Bryman 2001) erroneously concluding similarity within programs which is 
often caused by poor response rates and compliance (Gilda 20006; Pater 2004).
Procedure and Intervention
Participants will be provided with an information sheet for the study to provide 
consent (Cox et al. 2008; Moore et al. 2007). Participants will be evenly randomised 
to either a hospital or the intervention telephone follow up group (Gilda 2006). 
Independent researcher will employ randomisation to blind clinical nurses, hospital 
consultants to reduce sampling bias (Bryman 2001). Random selection is preferred to 
enable distribution of extraneous variables and increase the generalisability and 
representativeness of the results to a wider population (Black 1999; Bryman 2001; 
Pater 2004).
Consultations will be completed prior to the study commencing for baseline and to 
dictate possible post-treatment acute effects (Beaver 2009). Medical checks will be 
carried out on all participants to ensure that they are fit to commence the study.
Ethically, the care and routine checks of patients on each group will not change. 
According to the American Society of Clinical Oncology (Sakorafas et al. 2000), 
routine follow up and physical examinations should be carried out every three months 
to 6 months for the initial three years post-treatment. Literature suggests local 
recurrence is high within two-three years post-surgery (Sakorafas et al. 2000). Follow 
up on recurrence is mandatory in breast cancer (Sakorafas et al. 2000).
A three year timeline intervention is proposed to undertake a complete evaluation on 
the effectiveness (Moore et al. 20002) of telephone follow up within the first three
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years post treatment. Every three months participants in both groups will undergo, 
recurrence assessments using Nottingham Prognostic Index {Beaver et al. 2009). 
Within hospital groups, different professionals (doctors, surgeons, consultants, 
specialist nurses, registrars etc) will deliver follow up consulations according to 
hospital procedures. Ten minute consultation is allocated to hospital follow-up 
appointments and thirty minutes for telephone consultation including a time for 
consultation and dictation of outcomes (Beaver et al. 2009). Specialist nurses will 
obtain all relevant information that may be required by participants using telephone 
follow up. If additional time is required additional telephone appointments could 
arranged with the nurse to deliver additional requests (Cox et al. 2008). Next 
appointments will be scheduled before ending each telephone consultation, however 
a letter summarising consultation and outcome will be sent to patients and GP’s with 
a reminder of the next appointment to improve compliance.
Telephone appointments will be delivered by the same specialist nurses throughout 
the study to ensure familiarity (Sakorafas et al. 2000; Nordin 2006). A computerised 
system will be used with to secure patients’ records in accordance to Data Protection 
Act (1998) and made accessible to specialist nurses to prepare for the telephone 
appointments. Nurses will use a guide and transcript in order to match consistency 
with hospital group (Gilda et al. 2006; Pater 2004). Nurses will keep a record of 
information shared, clinical investigations requested as well as dates and times of 
recurrence detection for accuracy.
Any physical examinations (e.g mammography) required will be administered to both 
groups.
In order to measure differences in anxiety levels Spielberger State-Trait Anxiety
Inventory Questionnaire (Caci et al. 2003) will be delivered every three months, from
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baseline, to all participants. Questionnaires will be posted within a week after 
receiving hospital or telephone follow up to capture fresh memory recall (Beaver et 
a/.2009). A validated satisfaction questionnaire will be used to assess the differences 
in satisfaction at the end of the study. All questionnaires will be completed 
anonymously and returned by post (Booker et al. 2004).
Patient records will be checked to compare differences in time dictation relating to 
recurrence, symptomatic dictation, clinical investigations ordered and information 
shared.
Outcome Measures
Psychological morbidity; time of dictation of recurrence; service satisfaction; 
information and clinical investigations ordered over three year duration of study.
Data Analysis
SPSS will be used to undertake a subgroup analysis and compare groups and 
assess equivalence against outcome measures (Gilda et al. 2006) for clinical 
investigations provided, recurrence and time of dictation, anxiety and psychological 
morbidity and satisfaction levels. Analysis should consider length of time within 
randomisation in calculating mean scores for symptomatic progressions, time of 
dictating recurrence, levels and range of clinical investigations ordered against each 
group.
Information obtained from patient records will be analysed on SPSS, quantified and 
reported in themes.
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Ethical Issues
A study protocol will be designed in accordance to principles of Good Clinical 
Practice, hospital policies, the Declaration of Helsinki (Rothmann et al. 2003). The 
researcher will evidence from existing literature and propose randomised equivalent 
trials Pater 0. (2004) to reflect that standard hospital follow up and the telephone 
follow up will produce no outcome disadvantages(Moore et.al 2002; Booker et al.
I
2004; Beaver et al. 2009; Gilda et al. 2006). Written consent will be sought.
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Appendix 1.
Research questions:
1. What is the extent of knowledge on nurse led follow up after treatment for 
breast cancer?
2. Do the anxiety levels of patients differ between traditional and telephone 
follow up?
3. Is there a difference in the information provided between traditional and 
telephone follow up?
4. Is there a difference in patient satisfaction between traditional arid telephone 
follow up?
5. Are there differences in the level and range of clinical investigations ordered 
between traditional and telephone follow-up?
6. Is there a difference in time to detection of recurrent disease between 
traditional and telephone follow up?
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